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General introduction
General inTroducTion
Anyone can get sick, and in some cases you may need hospital treatment. If you 
suffer from a severe illness or disease or if you have to recover from a complex 
surgery, you might be admitted to the intensive care unit (ICU) of the hospital. 
Intensive care is defined as ‘a service for patients with potentially recoverable 
conditions who can benefit from more detailed observation and invasive treatment 
than can safely be provided in general wards or high dependency areas’ [1]. Most 
ICU patients suffer from organ failure. The most commonly supported organ is the 
lung, but other organs can also be supported. Therefore, patients who need or are 
likely to need advanced respiratory support, or the support of two or more organs, 
are admitted to the ICU [1]. Treatment in the ICU focuses on supporting the vital 
functions. In the ICU, it is possible to receive advanced life-sustaining treatment. 
However, life-sustaining treatment is sometimes not enough for a good recovery of 
the patient, who might die eventually.
In the Netherlands, nearly 8% of all ICU patients die during their stay in the ICU 
[2]. Approximately 85% of those deaths occur after withdrawing or withholding 
life-sustaining treatment [3]. Withdrawing treatment is defined as the discontinu-
ation of life-sustaining treatment, and withholding treatment means not to start 
life-sustaining treatment that is otherwise warranted [4, 5]. 
According to expectations, the number of decisions to withdraw or withhold life-
sustaining treatment is likely to increase, due to an increase in the ageing popula-
tion, the complexity of the illnesses of ICU patients, and the growing number of 
critically ill patients [6].
end-of-life care (eolc)
Care before, during and after withholding or withdrawing life-sustaining treatment 
is called End-of-life care (EOLC). EOLC can be defined in different ways. Nava 
[7] defines it as ‘a process including the decision-making, nursing care for patient 
and family, pain and symptom management, saying goodbye, and support of the 
health care team members’, whereas Latour et al. [4] define EOLC as ‘the care and 
supportive services that a patient, with an advanced disease or trauma, and his/
her family receive after the decision is made to withdraw or withhold treatment(s)’. 
Curtis & Engelberg [8] describe seven domains of quality of EOLC in the ICU. 
These domains include: (1) patient-centred and family-centred decision-making, 
(2) communication with patients and family, (3) continuity of care, (4) emotional and 
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practical support for patients and family, (5) symptom management and comfort 
care, (6) spiritual support, and (7) emotional and organisational support for ICU 
health care team members.
In this thesis, EOLC is defined as care for the patient and family1 from the moment 
the health care team members begin doubting and discussing the purpose of the 
life-sustaining treatment until the moment care of the family following the death of 
an ICU patient has ended.
case
Ms Smith was 65 years old and was admitted to the ICU. She suffered from 
COPD Gold III and hypertension. Ms Smith was admitted to the ICU because 
of sepsis caused by pneumonia. Due to her severe pneumonia, she had 
respiratory problems, and was therefore intubated and sedated. She also 
received intravenous antibiotics for her pneumonia. Besides the respiratory 
problems, Ms Smith also developed hemodynamic problems, which resulted in 
starting noradrenaline. During her stay in the ICU, she had renal failure and had 
to receive Continuous Veno-Venous Hemofiltration. Moreover, her respiratory 
problems had deteriorated, and the ventilator was not effective. Ms Smith’s 
situation worried the ICU nurse and she was not sure if Ms Smith was going to 
make it. In addition, Ms Smith’s husband and children had stated that because 
of her severe COPD, she was not able to do all the things she wanted to do 
anymore. They were not sure if a life with even more restrictions than before the 
ICU admission would be what Ms Smith would want.
decision-making process eolc in the icu
Because of the complexity of ICU patients’ illnesses, their life-sustaining treatment 
and the inability of patients to be involved in the decision-making process, close 
collaboration between ICU professionals is essential [9]. The decision to withdraw 
or withhold life-sustaining treatment is based on the current condition of the pa-
tient, in which his or her medical and psychosocial status, and the signals provided 
by the family are taken into consideration.
This information is partly gathered by the ICU nurses. For example, family members 
share their thoughts, experiences and anxieties regarding EOLC with the nurses, 
since they spend a lot of time together at the patient’s bedside [3, 10, 11].
1 The concept ‘family’ refers to family, friends, next of kin, neighbours or acquaintances.
13
General introduction
Not only ICU nurses gather information; other caregivers, such as physicians, social 
workers, chaplains and the palliative care team are all important when it comes to 
decision-making and care for the patient and family [12]. While the final decision 
is made by the physician, it is now common to strive for agreement on treatment 
decisions with other professionals, the patient and his or her family [13].
case (continuation)
It was not only the ICU nurse who doubted Ms Smith’s situation; the physicians, 
chaplain and physiotherapist were also unsure. The ICU nurse discussed her 
observations and the statements of the family with the other professionals. 
During the multidisciplinary team meeting, the physicians decided to withdraw 
Ms Smith’s life-sustaining treatment after considering all aspects. The ICU nurse 
called the family of Ms Smith to invite them for a family meeting later that day. 
The ICU nurse also wished to attend this meeting, and she asked a colleague to 
take over the care of her patients.
communication in the icu 
Close collaboration along with adequate communication about the patient’s care 
between the professionals, as well as between the patient, family and profession-
als, is essential [14, 15].
The ICU is a setting that requires good and adequate communication concerning 
the goals of care. However, several studies suggest that current communication 
between ICU professionals, ICU patients and family is often inadequate [16, 17, 18]. 
For example, ICU nurses sometimes experience little involvement during the de-
cision-making process. According to them, physicians frequently do not listen well 
enough to their observations and opinions [4, 19, 20]. Some family members state 
they experienced conflicts and even dissatisfaction during the decision-making 
process, mostly caused by vague and evasive communication and the attitude of 
ICU professionals [17, 19]. Moreover, ICU professionals do not regularly verify what 
the family understands of the provided information during family meetings [21].
Inadequate communication between family and professionals can lead to dif-
ficulties during EOLC, and inadequate communication between professionals can 
cause conflicts between caregivers. These difficulties and conflicts may result in a 
decrease in quality of EOLC [16-20].
14
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case (continuation)
Ms Smith’s husband and children became very emotional during the meeting 
even though they had expected this decision. The ICU nurse left them in the 
family room, so they could have a moment alone. 
At this time, Ms Smith received different medication for her comfort. However, the 
ICU professionals did not yet discuss which medication would be withdrawn and 
whether the ventilator would also be removed. This issue had to be discussed, as 
opinions often differ between physicians. The ICU nurse turned off the monitor 
at the bedside, because this might distract the family while saying goodbye. The 
monitor at the nurse office stayed on, enabling the ICU nurse to observe Ms 
Smith’s condition. 
nursing care for the icu patient
Besides decision-making and communication, another important task of the ICU 
nurse is providing care to the ICU patient. ICU nurses play a vital role in the pa-
tients’ care, constantly looking after them and monitoring their condition. 
Tasks of ICU nurses include for example adjusting treatment in line with test re-
sults, administering drugs and fluids, recording vital signs, washing and bathing 
the patient, and changing the patient’s position to prevent pressure sores. During 
EOLC, the ICU nurse focuses mainly on the level of comfort of the patient. In the 
literature, comfort is often related to the degree of pain, dyspnoea and agitation of 
the patient [22-29]. The nursing care for the patient is not only about the physical 
aspect of care; it also involves spiritual care and dealing with existential questions 
about life and death.
case (continuation)
In the meantime, Ms Smith’s husband and children returned to the patient’s 
room. The ICU nurse observed that the family seemed uncomfortable and was 
not sure how to deal with the situation. The ICU nurse realised she did not know 
that much about Ms Smith, and she wondered how she could help the family to 
say goodbye. As a guideline or protocol for End-of-life care was not available, 
she decided to ask a colleague for suggestions. 
nursing care for the family of the icu patient
Besides the nursing care for the ICU patient, the ICU nurse could also take care of 
and support the family. Emotional and psychosocial support for family is described 
in several studies. Both support and communication with family are important 
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because a patient’s admission to the ICU can cause anxiety, depression and/or 
post-traumatic stress in the family members of the patient [30, 31].
During the care of the patient and his or her family, the nurse has to deal with the 
relationships that exist between the patient and his or her family, and also with the 
relationships the nurse himself or herself has with the patient and his or her family, 
which is called the care triad [32-34]. An effective care triad can be achieved through 
the supportive interventions of professionals focusing on the relationship between 
patients, family and nurses. Professionals should respect and acknowledge their 
responsibility by, on the one hand, exploring possibilities of involving the family in 
the care process, and on the other hand, exploring the limits of the care provided 
by the family in order to prevent them from becoming physically, psychologically 
or socially overburdened [32]. 
case (continuation)
A few hours after the family meeting, Ms Smith died surrounded by her husband 
and children. However, the ICU nurse was still in doubt that she had done 
everything possible to create a peaceful death bed, and also that Ms Smith, her 
husband and children had received all the care they needed. The ICU nurse 
realised she had provided care the way she would have liked to have received 
it herself, but it would have been better to have a clear description or checklist 
of the care that could be provided during EOLC. This would have given the 
ICU nurse guidance, and may have prevented the feeling that she had missed 
something.
consequences of eolc for icu nurses
EOLC is complex, requiring different skills from ICU nurses. The transition from 
trying to cure a patient to EOLC can be stressful for ICU nurses. ICU nurses also 
mention their emotional involvement with the patient and family, who are feeling 
stressed by the situation too. This emotional involvement can affect the emotional 
well-being of ICU nurses [29, 35, 36]. The fear of making a mistake during EOLC 
also plays an important role in the stress and emotions experienced by ICU nurses 
[35, 36]. 
This fear and stress is partly caused by the inability of the patient to express his 
or her preferences [37]. The experience of stress leads to more conflicts, through 
which the quality of care can decrease [19]. Furthermore, ICU nurses mention that 
the lack of time, continuous noise and the technology leads to a lesser quality of 
EOLC [12, 29].
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aim of Thesis
Despite all the studies in nursing EOLC in the ICU, omissions still exist. These omis-
sions are related to the lack of clarity in roles and responsibilities of ICU profes-
sionals during EOLC, the lack of adequate communication, the lack of knowledge 
about EOLC and its spiritual aspects, and finally the lack of time [12, 29, 38].
Because of the severe consequences for family and ICU nurses such as depression 
and stress, and the importance of high quality EOLC in the ICU, it is essential to 
gain insight into the exact role and responsibilities of ICU nurses during EOLC. 
Therefore, the research question of this thesis is:
What is the role and what are the responsibilities of ICU nurses during End-of-life  
care in relation to the ICU patient and family?
The aim of this thesis is to get an insight into the role and responsibilities of ICU 
nurses during EOLC. Therefore, the experiences and perspectives of ICU nurses, 
family of deceased ICU patients, and chaplains in relation to EOLC in the ICU are 
studied. In addition, the literature about the role of ICU nurses in relation to the 
interaction with patient and family and about interdisciplinary communication 
during EOLC are reviewed. Finally, the implementation effectiveness of a newly 
developed nursing guideline for EOLC is examined. 
In the chapters that follow, six studies are presented that each address specific 
research questions:
What is the role of ICU nurses during EOLC in the ICU regarding the interaction 
between patients, family and nurses, and regarding the spiritual aspects of End-
of-life care in the ICU?
What are the experiences and perspectives of ICU nurses and the family of 
deceased ICU patients during EOLC?
What recommendations can be made to improve interdisciplinary communication 
during EOLC in the ICU?
What is the effectiveness of a supportive programme to improve the 
implementation of the Dutch guideline ‘End-of-life care in the ICU, nursing care’? 
17
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ouTline of The Thesis
chapter two provides an overview of the literature on the role of ICU nurses dur-
ing EOLC, related to the interaction between patients, family and nurses (the care 
triad). chapter three reports the results of a qualitative study determining how 
EOLC in the ICU could be improved by understanding the inconstancies between 
the current EOLC according to ICU nurses and the way ICU nurses ideally would 
like to provide EOLC. Understanding the perspectives of family and patients is 
important in evidence-based practice, which is why chapter four presents the 
results of a qualitative study on the experiences of family members of deceased 
ICU patients. chapter five yields a literature review about the improvement of 
interdisciplinary communication during EOLC in the ICU. The review covers the 
decision-making process, the formal and informal communication between ICU 
professionals, and the need for education about communication. chapter six 
discusses the results of focus group interviews with chaplains about the role and 
responsibilities of ICU nurses during EOLC regarding the spiritual aspects of 
EOLC. chapter seven describes the implementation effectiveness of a supportive 
programme for the implementation of a nursing guideline. chapter eight includes 
the general discussion in which the results of the studies mentioned in this thesis 
are summarised and integrated. Furthermore, implications for practice, education 
and future research are provided. Finally, chapter nine (in English) and chapter ten 
(in Dutch) summarise this thesis.
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absTracT
aim: The aim of this study was to explore how intensive care unit (ICU) nurses 
describe their role during End-of- life Care (EOLC) in the ICU, related to the inter-
action between patient, family and professionals (care triad). 
method: Three electronic databases, PubMed, CINAHL and EMBASE, and 
reference lists of included studies were searched for studies in English, Dutch or 
German between January 2002 and August 2015. Studies were included if they 
presented data about EOLC in the adult ICU, and the role of ICU nurses around 
EOLC. Quantitative and qualitative studies and opinion articles were extracted. 
Inductive content analysis was carried out to analyse and categorise the data. 
results: Twenty studies were included. Four categories emerged: care for the ICU 
patient, care for the family, environmental aspects of EOLC and organizational as-
pects of EOLC. Regarding the care triad, a gap exists between theoretical models 
and the actual care provided by ICU nurses during EOLC. The relational aspect of 
care, like aimed with care triad, is absent. 
conclusion: The literature clearly indicates that the role of ICU nurses concerns 
care for the patient, family and environment. It described which care should be 
given, but it remains unclear how care should be given (attitude). Therefore, it is 
difficult for ICU nurses to provide this care. Further, it seems that care provided to 
family mainly consists of giving advice on how to care for the patient; care for family 
members themselves was only mentioned in a few studies. Therefore, it seems 
that family does not always receive adequate care yet, which may be helpful in 
preventing problems like depression, anxiety or post-traumatic stress disorder. It 
can be concluded that it is important for ICU nurses to be aware of the existing 
relationships; however, comparing the literature, care triad does not appear to be 
reached. 
Keywords: review, intensive care units, End-of-life care, nursing care, care triad
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inTroducTion
In Europe, 6–27% of all intensive care unit (ICU) patients die in the ICU, and in the 
USA, this number varies 10–29% [1, 2]. In the Netherlands, ICU mortality is nearly 8% 
[3], where three Scandinavian countries (Sweden, Norway, Finland) have an overall 
ICU mortality of 9.1% [4]. Over 85% of those deaths occur after withdrawal or with-
holding life-sustaining treatment [5]. Since the number of critically ill patients will 
increase, the number of decisions to withdraw or withhold life sustaining treatment 
will increase as well [6]. During End-of-life care (EOLC), ICU patients are in need 
of nursing care, as well as their family members, next of kin, relatives or friends, 
hereafter referred to as family. 
Nursing care for family mostly consists of emotional support. Family members 
often discuss their ideas of and moral feelings on the decision to withdraw or with-
hold treatment with nurses. Due to the experienced stress, an ICU stay can cause 
anxiety, depression and post-traumatic stress disorder in family members [7, 8]. 
Since the consequences for family members may be severe, it is reasonable that 
not only care is provided for patients, but nurses also care for families. This triangle, 
patient, family and professionals, is called a care triad.
During care for the patient and his family, nurses have to deal with the relationships 
that exist between the patient and his family, but also with the relationships the 
nurse herself has with the patient and his family. Fortinsky [9] defined the relations 
between patients, professionals and family members as a care triad in which the in-
teraction between patient, family and professional is known as a 3-way partnership 
to which all partners bring their unique socio-demographic, cultural, psychological 
and health-related characteristics. Likewise, Kongsuwan & Touhy [10] described a 
comparable theory as mentioned above, but with a focus on EOLC. They stated 
that a peaceful death requires interaction between patients, family and nurses. All 
three must be intimately engaged in the process. The study of Beneken genaamd 
Kolmer et al. [11] showed the importance of the relation between patient and family 
in caring situations. Supportive interventions of professionals should focus at the 
relationship between patients, family and nurses. Care professionals should respect 
and acknowledge their responsibility by, on the one hand, exploring possibilities of 
family participation, invite them to participate and leaving tasks to family whenever 
they want to perform these tasks themselves and, on the other hand, explore the 
limits of the care provided by the family together with the family, in order to keep 
them from becoming physically, psychologically or socially overburdened [11]. 
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The interaction between patient, family and professionals as mentioned above is 
also part of the study of Cannaerts et al. [12]. They described a theory for pallia-
tive care in relation to the interaction between patient, family and professionals. 
They define palliative care as ‘care for life’, and not as providing comfort care and 
quality of life. Furthermore, the cross-sectional study of Moghaddasian et al. [13] 
mentioned the care triad related to empathy provided by nurses. This empathy 
leads to greater satisfaction with care in both patient and family. They found a 
significant connection between nurses’ empathy and the needs of the patients’ 
family (p<0.001). The authors stated that by increasing the nurses’ empathic skills, 
care provided according to family needs would be improved. 
The studies described above mention the existing role of a care triad in nursing 
care. The care triad seems to be important during EOLC in the ICU as well. However, 
the exact role of ICU nurses in the care triad during EOLC is unknown. Because of 
the lack of clarity about the role of the ICU nurse, and the possible consequences 
for the family members, research is needed to clarify what kind of care should be 
provided to the patient and his family by the ICU nurse during EOLC.
Thus, the aim of this study was to explore how the role of ICU nurses during EOLC 
in the ICU is described in the interaction between patients, family and nurses.
To our knowledge, this is the first review on the role and tasks of ICU nurses during 
EOLC, with a focus on the relation between patients, family and nurses.
meThod
An integrative review was performed to gain insight into the roles and tasks of ICU 
nurses during EOLC in the ICU. Integrative review is a specific review method used 
in nursing science, which allows the assessment of diverse methodologies [14]. Two 
researchers (MN, BD) performed the integrative review using a review protocol.
Search strategy
PubMed (including MEDLINE), CINAHL and EMBASE were searched in August 
2015. The search terms ‘intensive care units’, ‘End-of-life’, ‘nursing care’, ‘nursing 
role’ and ‘family’ (and related terms) were combined with MeSH terms and free text 
(see Table 1). Furthermore, reference lists were hand searched for relevant articles. 
All recent studies about the developments and research in EOLC in the ICU are 
included. Studies were restricted by year of publication (≥2002).
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Inclusion criteria
Studies evaluating or describing the role of nurses during EOLC in the ICU pub-
lished in peer-reviewed journals were included. All types of methodologies such 
as quantitative and qualitative studies, and opinion articles, which described the 
role of ICU nurses in EOLC in the ICU were included. Only studies on adult ICU 
patients were considered for inclusion, since the paediatric and neonatal ICU dif-
fers very much from the adult ICU. Adult ICU patients are ICU patients with an age 
of 18 years or older. The final inclusion criterion was that studies were published in 
English, German or Dutch. The search was restricted to articles published as ‘full 
paper’. Conference abstracts, editorials, personal communications or unpublished 
studies were excluded (see Table 2).
Table 1. Search strategy.
search strategy results
PubMed  
(“Critical care” [Mesh] OR “intensive care units” [Mesh] OR critical care [tiab] OR intensive care[tiab] OR 
ICU[tiab]) AND (end of life[tiab] OR “palliative care” [Mesh] OR “terminal care” [Mesh] OR “withholding 
treatment” [Mesh] OR “palliative care” [tiab] OR “terminal care” [tiab] OR “withholding treatment” 
[tiab] OR withdrawing treatment[tiab] OR treatment cessation[tiab]) AND (“nursing care” [Mesh] OR 
“nursing care” [tiab] OR “nursing” [Mesh] OR “nursing ” [tiab] OR “nursing role” [tiab] OR “nursing 
skill*” [tiab] OR “nursing knowledge ” [tiab] OR “nursing task* ” [tiab]) AND (“relatives” [tiab] OR 
“family” [tiab] OR “Family”[Mesh])  
Adult: +19, English, German, Dutch, from 2002
162
CINAHL 
(MH “Critical Care+” OR MH “Intensive Care Units+” OR TI ( critical care OR intensive care OR ICU ) 
OR AB ( critical care OR intensive care OR ICU ))  AND (end of life OR palliative care OR terminal care 
OR withholding treatment OR palliative care OR terminal care  OR withholding treatment  OR with-
drawing treatment OR treatment cessation) AND (nursing care OR critical care nursing OR nursing role 
OR nursing skill OR nursing knowledge OR nursing task) AND (family OR relatives OR MH relative OR 
MH family)
All adults, English, German, Dutch, 2002-2015
100
Embase
(exp intensive care/ OR intensive care unit/ OR critical care.ti,ab. OR intensive care.ti,ab. OR ICU.ti,ab.) 
AND (end of life.ti,ab. OR palliative care.mp OR terminal care.mp OR withholding treatment.mp OR 
palliative care.ti,ab. OR terminal care.ti,ab. OR withholding treatment.ti,ab. OR withdrawing treatment.
ti,ab. OR treatment cessation.ti,ab.) AND (nursing care.mp OR nursing care.ti,ab. OR nursing.ti,ab. OR 
nursing role.ti,ab. OR nursing skill.ti,ab. OR nursing knowledge.ti,ab. OR nursing task.ti,ab.) AND (family.
ti,ab. OR relatives.ti,ab. OR exp relative/ OR exp family/)
Adults, English, German, Dutch, 2002 till present
180
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Study selection
All articles were screened on title and abstract by two reviewers (MN, BD) and were 
included if the title or abstract described the role of ICU nurses around EOLC in 
the adult ICU. After the initial selection, remaining articles were screened full text 
by two reviewers (MN, BD) and were included if (1) EOLC and (2) the role of ICU 
nurses were described. 
In case of differences of opinion, a third researcher (JS) was consulted and agree-
ment was reached in all cases. This was only required in one case, in which it was 
not clear whether the aim of the study was about the tasks and roles of ICU nurses.
Data analysis and quality assessment 
From each article, the description of the role of ICU nurses and their activities dur-
ing EOLC were extracted. Study characteristics included study reference (including 
country and year), level of evidence, study design, target population, sample size, 
intervention or recommendation, and findings. Two reviewers (MN, BD) indepen-
dently extracted the data, as an assessment of reliability. Methodological quality 
of the articles was assessed using standardised evaluation forms of the Dutch Insti-
tute of Healthcare Improvement CBO. Following this assessment, the studies were 
classified by level of evidence [15]. According to this classification, a randomized 
double-blind clinical trial of good quality and adequate sample size receives level 
A1, whereas comparative studies not containing all characteristics of A2 (including 
cohort studies or case–control studies) are classified as level B. Observational and 
descriptive studies are classified as level C, and opinion articles are considered as 
level D. 
For the study quality score and the classification of methodological quality of 
qualitative studies, the evaluation forms of the Critical Appraisal Skills Programme 
(CASP) were used. In this programme, a plausible meta-synthesis receives ++, a 
plausible study receives +, a study with limited plausibility receives +/- and a study 
with little plausibility receives – [16]. 
Table 2. Inclusion and exclusion criteria applied to the literature search.
inclusion criteria exclusion criteria
Adult ICU patients
Studies published in English, German or Dutch
Published as ‘full paper’ 
All methodologies 
Published ≥2002
Conference abstracts, editorials, personal communications 
or unpublished studies
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Two independent reviewers (MN and BD) assessed the quality of all included stud-
ies by using the standardised evaluation forms of the Dutch Institute of Healthcare 
Improvement CBO and CASP. The categorisation of the quantitative and qualitative 
studies differs, but studies with a level of evidence of A1/ A2 can be categorised as 
similar to level of evidence ++, level B as +, level C as +/- and level D similar to --.
resulTs
Study selection
In total, 442 studies were identified. Following de-duplication, 90 were removed. A 
hand search of the reference lists of included studies identified another two stud-
ies meeting the inclusion criteria. At the end of the inclusion process based on 
title, abstract, inclusion criteria and methodology, 20 studies were included in this 
review (Fig. 1).
Exclusion was primarily based on studies about neonatal or paediatric ICU’s, 
do-not-resuscitate (DNR) orders (timing of treatment decision, procedure around 
PubMed results 
n=162 
CINAHL results 
n=100 
Embase results 
n=180 
Total  
n=442 
Unique articles 
n=352 
Duplicates 
n=90 
Total 
n=354 
New articles from  
references 
n=2 
Full text assessment 
n=40 
Exclusion (based on title,  
abstract) 
n=247 
Inclusion in review 
n=20 
Exclusion (based on full 
text) 
n=20 
figure 1. Flow chart integrative review.
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DNR, legal, ethical and financial considerations, relation between DNR and EOLC) 
DNR requests and physicians (studies only described EOLC only from a physicians’ 
perspective).
Study characteristics
The reported data were collected in the following countries: United States of 
America (USA) (n=11) and one each from Australia, the United Kingdom (UK), 
Europe, Sweden, Norway, Turkey, South Africa, Brazil and Canada. 
The included studies were 13 qualitative studies, three surveys, two cross-sectional 
studies, one post-test only study and one opinion article. The quality assessment 
revealed 12 studies as level C or +/-, and the others were level D or --. Table 3 
shows a summary of the included studies. 
Main results
Results that answered the research question ‘What is the role of ICU nurses dur-
ing End-of-life care in the ICU, related to the interaction between patients, family 
and nurses?’ were extracted. Four categories emerged while analysing the full 
text studies: care for the ICU patient, care for the family, environmental aspects of 
EOLC and organisational aspects of EOLC. 
Care for the ICU patient 
Care for the ICU patient was discussed in twelve studies. Providing optimal pain 
and symptom management for the comfort of the patient was considered an im-
portant nursing intervention, although pain and symptom management is solely 
described in terms of administering analgesics and sedatives [17–28]. ICU nurses 
from Turkey (85.5%), 84% of South African and 98.8% of European ICU nurses 
agreed to effective pain relief, 86% Turkish, 89% South African and 61% European 
ICU nurses agreed to continue pressure sore prevention, nutritional support (77.6% 
Turkish, 84% South African, 41.6% European), hydration (64.8% Turkish, 85% South 
African, 74.7% European), passive range of motion exercises (64.3% Turkish, 74% 
South African, 36% European) and removal of endotracheal tubes (61.3% Turkish, 
62% South African, 74.4% European) [18, 22, 23]. Next to the pain and symptom 
management, nursing care, such as bathing, hair care, mouth care (prevention 
of), pressure area care, and spiritual care were mentioned. Studies described that 
every patient is unique and that it is important to understand that a dying patient 
cannot be defined by a protocol. Therefore, nurses have to adapt their care to the 
wishes of the patient, and nurse them with safe and caring hands in a collaborative 
environment [19, 26–28]. 
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ow
ed
 a
 m
ai
n 
th
em
e 
‘S
up
po
rti
ng
 th
e 
jo
ur
ne
y’
, w
hi
ch
 c
an
 b
e 
di
vi
de
d 
in
to
 
fo
ur
 m
aj
or
 th
em
es
: b
ei
ng
 th
er
e,
 a
 v
oi
ce
 to
 sp
ea
k 
up
, e
na
bl
e 
co
m
in
g 
to
 te
rm
s, 
an
d 
he
lp
in
g 
to
 le
t g
o.
 Im
po
rta
nt
 ta
sk
s o
f I
C
U 
nu
rs
es
 in
cl
ud
e 
be
in
g 
ph
ys
ic
al
ly
 p
re
se
nt
, b
ut
 
al
so
 th
ro
ug
h 
le
tti
ng
 fa
m
ily
 k
no
w
 y
ou
 w
ill
 b
e 
th
er
e 
fo
r t
he
m
, e
nc
ou
ra
gi
ng
 fa
m
ily
 to
 
sh
ar
e 
th
ei
r w
ish
es
 d
ur
in
g 
fa
m
ily
 m
ee
tin
gs
, a
nd
 p
ro
vi
di
ng
 c
om
fo
rt.
 
-
C
ar
e 
fo
r t
he
 fa
m
ily
 
of
 th
e 
IC
U 
pa
tie
nt
Br
at
ch
er
 [2
0]
, 
US
A
To
 e
xp
lo
re
 a
nd
 d
es
cr
ib
e 
th
e 
ch
ar
ac
te
ris
tic
s o
f a
 
go
od
 d
ea
th
.
15
 IC
U 
nu
rs
es
 o
f a
 
12
- b
ed
 m
ed
ic
al
/
su
rg
ic
al
 IC
U 
at
 a
 
Ve
te
ra
n’
s A
dm
in
-
ist
ra
tio
n
(V
A)
 h
os
pi
ta
l i
n 
a 
m
id
-s
ize
d 
ur
ba
n
ci
ty
.
Q
ua
lit
at
iv
e,
 e
xp
lo
r-
at
or
y 
st
ud
y
In
te
rv
ie
w
s. 
D
at
a 
w
as
 
co
lle
ct
ed
 fr
om
 M
ay
 1
, 
20
08
, t
o
M
ay
 3
1,
 2
00
8.
Th
e 
th
em
es
 m
en
tio
ne
d 
m
os
tly
 w
er
e:
 th
e 
pa
tie
nt
 d
oe
s n
ot
 d
ie
 a
lo
ne
, t
he
 p
at
ie
nt
 
do
es
 n
ot
 su
ffe
r, 
an
d 
ac
ce
pt
an
ce
 o
f d
ea
th
 b
y 
th
e 
pa
tie
nt
 a
nd
 fa
m
ily
. T
he
 a
cc
ep
ta
nc
e 
of
 d
ea
th
 a
lso
 in
cl
ud
ed
 th
e 
id
ea
 th
at
 a
 p
at
ie
nt
 a
nd
 th
ei
r f
am
ily
 d
id
 n
ot
 h
av
e 
an
y 
un
re
so
lv
ed
 is
su
es
 a
nd
 th
at
 th
er
e 
w
as
 c
on
se
ns
us
 w
ith
 p
ro
fe
ss
io
na
ls 
ab
ou
t w
ha
t w
as
 
ha
pp
en
in
g 
to
 th
e 
pa
tie
nt
. N
ex
t t
o 
th
at
, n
ur
se
s w
an
te
d 
to
 c
re
at
e 
a 
se
re
ne
 e
nv
iro
n-
m
en
t, 
w
hi
ch
 c
ou
ld
 b
e 
ac
hi
ev
ed
 b
y 
pl
ay
in
g 
m
us
ic
, a
nd
 w
ith
 a
 ‘g
et
 to
 k
no
w
 m
e’
 c
ar
d 
in
 th
e 
pa
tie
nt
s’ 
ro
om
 to
 h
el
p 
pr
of
es
sio
na
ls 
se
e 
th
e 
pa
tie
nt
 a
s a
 p
er
so
n.
 N
ur
se
s a
lso
 
in
fo
rm
ed
 fa
m
ily
 a
bo
ut
 b
er
ea
ve
m
en
t a
nd
 a
bo
ut
 w
ha
t t
o 
do
 a
fte
r d
ea
th
. B
es
id
es
, 
nu
rs
es
 c
ou
ld
 g
iv
e 
fa
m
ili
es
 a
 b
ee
pe
r s
o 
th
ey
 c
an
 le
av
e 
th
e 
IC
U 
to
 e
at
, s
le
ep
 o
r p
ra
y 
w
hi
le
 st
ay
in
g 
in
 to
uc
h 
w
ith
 th
e 
IC
U.
+/
-
C
ar
e 
fo
r t
he
 IC
U 
pa
tie
nt
, C
ar
e 
fo
r t
he
 fa
m
ily
 o
f 
th
e 
IC
U 
pa
tie
nt
, 
En
vi
ro
nm
en
ta
l 
as
pe
ct
s o
f E
O
LC
, 
O
rg
an
isa
tio
na
l 
as
pe
ct
s o
f E
O
LC
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Ta
b
le
 3
. S
um
m
ar
y 
o
f i
nc
lu
d
ed
 s
tu
d
ie
s.
 (c
o
nt
in
ue
d
)
a
ut
ho
r(s
), 
co
un
tr
y
Pu
rp
os
e 
of
 th
e 
st
ud
y
sa
m
pl
e
st
ud
y 
de
si
gn
d
at
a 
co
lle
ct
io
n
m
ai
n 
re
su
lts
ev
al
ua
tio
n
ca
te
go
ry
C
al
vi
n 
et
 a
l. 
[3
2]
, 
US
A
To
 d
es
cr
ib
e 
ne
ur
os
ci
en
ce
 
IC
U 
nu
rs
es
’ p
er
ce
pt
io
ns
 
re
ga
rd
in
g 
th
ei
r r
ol
es
 a
nd
 
re
sp
on
sib
ili
tie
s i
n 
th
e 
de
ci
sio
n-
m
ak
in
g 
pr
oc
es
s 
du
rin
g 
th
e 
ch
an
ge
 in
 
in
te
ns
ity
 o
f c
ar
e 
an
d 
EO
LC
 
fo
r p
at
ie
nt
s.
12
 N
eu
ro
sc
ie
nc
e 
IC
U 
nu
rs
es
 
em
pl
oy
ed
 a
t o
ne
 
ho
sp
ita
l.
Q
ua
lit
at
iv
e 
de
sc
rip
-
tiv
e 
st
ud
y
In
te
rv
ie
w
s
Re
su
lts
 a
re
 d
iv
id
ed
 in
to
 th
re
e 
m
aj
or
 th
em
es
: p
ro
vi
di
ng
 g
ui
da
nc
e 
(in
fo
rm
in
g 
fa
m
ily
, 
an
sw
er
in
g 
qu
es
tio
ns
 a
nd
 g
ui
di
ng
 th
e 
fa
m
ily
 b
y 
pu
sh
in
g 
or
 u
rg
in
g 
th
em
 to
 m
ov
e 
fo
rw
ar
d 
a 
de
ci
sio
n)
, b
ei
ng
 in
 th
e 
m
id
dl
e 
of
 th
e 
co
m
m
un
ic
at
io
n 
pr
oc
es
s (
fa
ci
lit
at
in
g 
co
m
m
un
ic
at
io
n 
be
tw
ee
n 
fa
m
ily
 a
nd
 p
ro
fe
ss
io
na
ls,
 m
ak
in
g 
su
re
 e
ve
ry
th
in
g 
is 
un
de
r-
st
oo
d)
, a
nd
 se
ns
in
g 
th
e 
em
ot
io
ns
 o
f t
he
 p
at
ie
nt
 a
nd
 fa
m
ily
. 
-
C
ar
e 
fo
r t
he
 fa
m
ily
 
of
 th
e 
IC
U 
pa
tie
nt
Fr
id
h 
et
 a
l. 
[2
1]
, 
Sw
ed
en
To
 e
xp
lo
re
 n
ur
se
s’ 
ex
pe
ri-
en
ce
s a
nd
 p
er
ce
pt
io
ns
 o
f 
ca
rin
g 
fo
r d
yi
ng
 p
at
ie
nt
s i
n 
th
e 
IC
U 
w
ith
 fo
cu
s o
n 
un
-
ac
co
m
pa
ni
ed
 p
at
ie
nt
s, 
th
e 
pr
ox
im
ity
 o
f f
am
ili
es
 a
nd
 
en
vi
ro
nm
en
ta
l a
sp
ec
ts
.
9 
IC
U 
nu
rs
es
 
em
pl
oy
ed
 a
t 
th
re
e 
IC
Us
.
Q
ua
lit
at
iv
e 
st
ud
y
In
te
rv
ie
w
s
Re
su
lts
 sh
ow
 o
ne
 m
ai
n 
ca
te
go
ry
 ‘D
oi
ng
 o
ne
’s 
ut
m
os
t’.
 T
he
 re
su
lts
 w
er
e 
di
vi
de
d 
in
to
 
fo
ur
 c
at
eg
or
ie
s a
nd
 c
an
 b
e 
di
vi
de
d 
in
to
 fi
fte
en
 su
bc
at
eg
or
ie
s. 
Ta
bl
e 
4 
sh
ow
s t
he
 
re
su
lts
 o
f t
hi
s s
tu
dy
. 
+/
-
C
ar
e 
fo
r t
he
 IC
U 
pa
tie
nt
, C
ar
e 
fo
r t
he
 fa
m
ily
 o
f 
th
e 
IC
U 
pa
tie
nt
, 
En
vi
ro
nm
en
ta
l 
as
pe
ct
s o
f E
O
LC
, 
O
rg
an
isa
tio
na
l 
as
pe
ct
s o
f E
O
LC
H
ov
 e
t a
l. 
[2
8]
, 
N
or
w
ay
To
 a
cq
ui
re
 a
 d
ee
pe
ne
d 
un
de
rs
ta
nd
in
g 
of
 w
ha
t 
go
od
 n
ur
sin
g 
ca
re
 is
 fo
r 
th
es
e 
pa
tie
nt
s.
14
 IC
U 
nu
rs
es
 o
f 
a 
ni
ne
-b
ed
, a
du
lt,
 
ge
ne
ra
l I
C
U 
in
 a
 
ce
nt
ra
l h
os
pi
ta
l.
Q
ua
lit
at
iv
e 
st
ud
y, 
ba
se
d 
on
 in
te
rp
re
ta
-
tiv
e 
ph
en
om
en
ol
og
y 
IC
U 
nu
rs
es
 w
er
e 
di
vi
de
d 
in
to
 tw
o 
gr
ou
ps
, a
nd
 g
ro
up
 
in
te
rv
ie
w
s w
er
e 
he
ld
 
fo
ur
 ti
m
es
.
Th
re
e 
th
em
es
 w
er
e 
de
sc
rib
ed
: g
en
er
al
 c
on
di
tio
n 
fo
r g
oo
d 
nu
rs
in
g 
ca
re
, g
oo
d 
nu
rs
in
g 
ca
re
 re
la
te
d 
to
 sp
ec
ifi
c 
pa
tie
nt
 si
tu
at
io
ns
, a
nd
 th
e 
es
se
nc
e 
of
 g
oo
d 
nu
rs
in
g 
ca
re
 to
 
IC
U 
pa
tie
nt
s o
n 
th
e 
ed
ge
 o
f l
ife
. G
en
er
al
 c
on
di
tio
n 
fo
r g
oo
d 
nu
rs
in
g 
ca
re
 is
 d
iv
id
ed
 
in
to
 c
on
tin
ui
ty
, c
oo
pe
ra
tio
n,
 k
no
w
le
dg
e 
an
d 
co
m
pe
te
nc
e.
 N
ur
se
s m
en
tio
ne
d 
th
e 
ne
ed
 o
f f
am
ily
 fo
r s
up
po
rt 
to
 c
op
e 
w
ith
 th
ei
r o
w
n 
sit
ua
tio
n 
an
d 
th
e 
st
re
ss
 w
he
n 
th
ey
 
w
er
e 
at
 th
e 
pa
tie
nt
’s 
be
ds
id
e.
 G
oo
d 
nu
rs
in
g 
ca
re
 in
cl
ud
ed
 p
ro
te
ct
in
g 
th
e 
pa
tie
nt
 
ag
ai
ns
t d
ist
re
ss
in
g 
im
pu
lse
s a
nd
 se
ns
or
y 
im
ba
la
nc
e.
 T
he
re
fo
re
, f
am
ily
 m
em
be
rs
 w
er
e 
en
co
ur
ag
ed
 to
 st
ay
 w
ith
 th
e 
pa
tie
nt
 a
t t
he
 b
ed
sid
e.
 T
he
 e
ss
en
ce
 o
f g
oo
d 
nu
rs
in
g 
ca
re
 is
 d
es
cr
ib
ed
 a
s b
ei
ng
 o
pe
n 
an
d 
nu
rs
ed
 b
y 
sa
fe
 a
nd
 c
ar
in
g 
ha
nd
s i
n 
a 
co
lla
bo
ra
-
tiv
e 
en
vi
ro
nm
en
t. 
Ea
ch
 p
at
ie
nt
 sh
ou
ld
 b
e 
se
en
 a
s a
 u
ni
qu
e 
pe
rs
on
, w
hi
ch
 in
vo
lv
ed
 
pr
es
er
vi
ng
 h
is 
pe
rs
on
al
ity
, a
cc
ep
ta
nc
e,
 re
sp
ec
tfu
l t
re
at
m
en
t, 
an
d 
be
in
g 
nu
rs
ed
 fo
r 
hi
s o
w
n 
in
te
re
st
s. 
+/
-
C
ar
e 
fo
r t
he
 IC
U 
pa
tie
nt
, C
ar
e 
fo
r t
he
 fa
m
ily
 o
f 
th
e 
IC
U 
pa
tie
nt
, 
O
rg
an
isa
tio
na
l 
as
pe
ct
s o
f E
O
LC
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Ta
b
le
 3
. S
um
m
ar
y 
o
f i
nc
lu
d
ed
 s
tu
d
ie
s.
 (c
o
nt
in
ue
d
)
a
ut
ho
r(s
), 
co
un
tr
y
Pu
rp
os
e 
of
 th
e 
st
ud
y
sa
m
pl
e
st
ud
y 
de
si
gn
d
at
a 
co
lle
ct
io
n
m
ai
n 
re
su
lts
ev
al
ua
tio
n
ca
te
go
ry
Lo
ng
-S
ut
eh
al
l e
t 
al
. [
24
], 
UK
To
 il
lu
st
ra
te
 h
ow
 d
iff
er
in
g 
dy
in
g 
tra
je
ct
or
ie
s i
m
pa
ct
 
on
 d
ec
isi
on
-m
ak
in
g 
un
-
de
rp
in
ni
ng
 w
ith
dr
aw
al
 o
f 
tre
at
m
en
t p
ro
ce
ss
es
, a
nd
 
w
ha
t n
ur
se
s d
o 
to
 sh
ap
e 
w
ith
dr
aw
al
 o
f t
re
at
m
en
t.
13
 IC
U 
nu
rs
es
 
fro
m
 fo
ur
 c
lin
ic
al
 
cr
iti
ca
l c
ar
e 
un
its
 
[IC
U,
 C
IC
U,
N
IC
U 
an
d 
RH
C
].
Q
ua
lit
at
iv
e 
st
ud
y, 
ba
se
d 
on
 g
ro
un
de
d 
th
eo
ry
 m
et
ho
d
In
te
rv
ie
w
s w
er
e 
he
ld
 
fro
m
 S
ep
te
m
be
r 
20
08
- S
ep
te
m
be
r 
20
09
.
Th
e 
ke
y 
ca
te
go
ry
 w
as
 n
eg
ot
ia
te
d 
dy
in
g.
 T
he
 a
ut
ho
rs
 d
es
cr
ib
e 
a 
m
od
el
, w
hi
ch
 h
ig
h-
lig
ht
s w
ha
t a
pp
ea
r t
o 
be
 e
ss
en
tia
l e
le
m
en
ts
 o
f n
ur
sin
g 
EO
LC
. I
t i
llu
st
ra
te
s A
ss
es
sin
g 
(a
ss
es
sin
g 
th
e 
ne
ed
s o
f t
he
 p
at
ie
nt
, f
am
ily
 d
yn
am
ic
s a
nd
 p
ro
ce
ss
es
), 
Fa
ci
lit
at
in
g 
(fa
ci
lit
at
in
g 
co
m
m
un
ic
at
io
n 
be
tw
ee
n 
te
am
s, 
fa
m
ily
 a
nd
 p
at
ie
nt
, p
at
ie
nt
 a
nd
 te
am
s, 
fa
m
ily
 a
nd
 te
am
s, 
fa
ci
lit
at
in
g 
ca
re
 a
nd
 p
ro
ce
ss
es
), 
C
oo
rd
in
at
in
g,
 O
pe
ra
tio
na
lis
in
g 
(o
pe
ra
tio
na
lis
in
g 
pr
oc
es
se
s i
nc
lu
di
ng
 ri
te
s a
nd
 ri
tu
al
s, 
fa
m
ily
 c
on
ta
ct
 a
nd
 c
ar
e)
, a
nd
 
N
eg
ot
ia
te
d 
dy
in
g.
N
ur
se
s a
lso
 id
en
tifi
ed
 th
e 
im
po
rta
nc
e 
of
 th
e 
pl
ac
e 
of
 d
ea
th
, w
he
th
er
 th
e 
fa
m
ily
 
w
as
 p
re
se
nt
 a
nd
 a
w
ar
e 
of
 w
ha
t w
as
 g
oi
ng
 to
 h
ap
pe
n,
 a
nd
 w
he
th
er
 th
e 
pa
tie
nt
 w
as
 
co
m
fo
rta
bl
e.
 T
he
y 
de
cr
ea
se
d 
su
pp
or
tiv
e 
dr
ug
s, 
flu
id
s, 
w
ea
ni
ng
 v
en
til
at
io
n,
 in
cr
ea
se
d 
th
e 
ad
m
in
ist
ra
tio
n 
of
 se
da
tiv
es
 a
nd
 a
na
lg
es
ic
s, 
an
d 
re
m
ov
ed
 m
on
ito
rin
g 
eq
ui
pm
en
t, 
so
 th
at
 th
e 
pa
tie
nt
 is
 ‘g
iv
en
 b
ac
k’
 to
 th
e 
fa
m
ily
.  
-
C
ar
e 
fo
r t
he
 IC
U 
pa
tie
nt
, C
ar
e 
fo
r 
th
e 
fa
m
ily
 o
f t
he
 
IC
U 
pa
tie
nt
Po
pe
jo
y 
et
 a
l. 
[3
5]
, U
SA
To
 e
lu
ci
da
te
 th
e 
vi
ew
po
in
ts
 
of
 IC
U 
nu
rs
es
 a
bo
ut
 c
ar
in
g 
fo
r c
rit
ic
al
ly
 il
l a
nd
 d
yi
ng
 
pa
tie
nt
s i
n 
th
e 
IC
U.
22
 IC
U 
nu
rs
es
 o
f 
a 
pr
iv
at
e 
te
rti
ar
y 
ca
re
 h
os
pi
ta
l. 
Q
ua
lit
at
iv
e 
pr
e-
lim
in
ar
y 
st
ud
y, 
us
in
g 
th
e 
fo
cu
s g
ro
up
 
m
et
ho
d
Fo
cu
s g
ro
up
 
in
te
rv
ie
w
s
Fi
ve
 m
aj
or
 th
em
es
 w
er
e 
de
sc
rib
ed
: ‘
he
lp
in
g 
th
e 
pa
tie
nt
 th
ro
ug
h’
, t
el
lin
g 
ba
d 
ne
w
s, 
gr
ie
vi
ng
 a
s a
 p
ro
ce
ss
, f
am
ily
 a
s t
he
 p
at
ie
nt
, a
nd
 th
e 
dy
in
g 
pa
tie
nt
’s 
ef
fe
ct
 o
n 
th
e 
nu
rs
e.
 ‘H
el
pi
ng
 th
e 
pa
tie
nt
 th
ro
ug
h’
 is
 a
bo
ut
 su
pp
or
tin
g 
th
e 
pa
tie
nt
 a
nd
 fa
m
ily
 b
y 
in
fo
rm
in
g 
th
em
 a
bo
ut
 tr
ea
tm
en
ts
, p
ro
ce
du
re
s, 
an
d 
pr
og
no
sis
, a
nd
 m
an
ag
in
g 
th
e 
pa
tie
nt
s’ 
co
m
fo
rt.
 N
ex
t t
o 
th
at
, b
ei
ng
 p
er
so
na
lly
 in
vo
lv
ed
 w
as
 m
en
tio
ne
d 
as
 g
iv
in
g 
su
pp
or
t t
o 
th
e 
fa
m
ily
. N
ur
se
s m
en
tio
ne
d 
gi
vi
ng
 a
w
ay
 c
on
tro
l v
er
su
s a
llo
w
in
g 
co
nt
ro
l 
to
 b
e 
ta
ke
n 
by
 th
e 
fa
m
ily
. N
ur
se
s g
av
e 
so
m
e 
co
nt
ro
l a
w
ay
 b
y 
ac
tiv
el
y 
in
vo
lv
in
g 
th
e 
pa
tie
nt
 in
 h
is 
pl
an
 o
f c
ar
e.
 N
ur
se
s w
or
ke
d 
cl
os
el
y 
w
ith
 fa
m
ily
 a
nd
 d
ev
el
op
ed
 
m
ea
ni
ng
fu
l r
el
at
io
ns
hi
ps
.
-
C
ar
e 
fo
r t
he
 fa
m
ily
 
of
 th
e 
IC
U 
pa
tie
nt
Ra
ns
e 
et
 a
l. 
[2
6]
, 
Au
st
ra
lia
To
 e
xp
lo
re
 E
O
LC
 b
el
ie
fs
 
an
d 
pr
ac
tic
es
 o
f I
C
U 
nu
rs
es
.
5 
IC
U 
nu
rs
es
 
em
pl
oy
ed
 in
 a
 
14
-b
ed
 in
te
ns
iv
e 
ca
re
 u
ni
t a
t a
 
te
rti
ar
y 
te
ac
hi
ng
 
ho
sp
ita
l (
al
l 
w
om
en
).
D
es
cr
ip
tiv
e 
ex
pl
or
-
at
or
y 
qu
al
ita
tiv
e 
st
ud
y
Se
m
i s
tru
ct
ur
ed
 
in
te
rv
ie
w
s
Th
re
e 
m
aj
or
 c
at
eg
or
ie
s w
er
e 
de
sc
rib
ed
: b
el
ie
fs
 a
bo
ut
 E
O
LC
, E
O
LC
 in
 th
e 
IC
U 
co
n-
te
xt
, a
nd
 fa
ci
lit
at
in
g 
EO
LC
. T
he
 th
ird
 c
at
eg
or
y 
co
nt
ai
ns
 th
e 
nu
rs
es
’ p
ra
ct
ic
es
 o
f c
ar
in
g 
fo
r t
he
 p
at
ie
nt
 d
ur
in
g 
EO
LC
 a
nd
 th
ei
r f
am
ily
. T
he
 n
ur
sin
g 
in
te
rv
en
tio
ns
 u
nd
er
ta
ke
n 
in
cl
ud
ed
 b
at
hi
ng
, h
ai
r c
ar
e,
 m
ou
th
 c
ar
e,
 p
re
ss
ur
e 
ar
ea
 c
ar
e,
 sp
iri
tu
al
 c
ar
e,
 a
nd
 th
e 
ad
m
in
ist
ra
tio
n 
of
 a
na
lg
es
ic
s, 
se
da
tiv
es
 a
nd
 a
nt
im
uc
ol
yt
ic
s. 
A 
sin
gl
e 
ro
om
 fo
r t
he
 
pa
tie
nt
 a
nd
 a
 fa
m
ily
 ro
om
 se
pa
ra
te
 fr
om
 th
e 
w
ai
tin
g 
ro
om
, a
nd
 o
pe
n 
vi
sit
in
g 
ho
ur
s 
w
er
e 
al
so
 m
en
tio
ne
d.
 C
re
at
in
g 
a 
le
ss
 c
lin
ic
al
 a
nd
 m
or
e 
ho
m
el
y 
en
vi
ro
nm
en
t w
as
 
ac
hi
ev
ed
 b
y 
di
m
m
in
g 
th
e 
lig
ht
in
g,
 re
pl
ac
in
g 
th
e 
ho
sp
ita
l l
in
en
 w
ith
 c
ol
ou
re
d 
sh
ee
ts
 
an
d 
qu
ilt
s, 
pl
ac
in
g 
ph
ot
og
ra
ph
s a
nd
 p
la
yi
ng
 m
us
ic
. N
ex
t t
o 
th
at
, I
C
U 
nu
rs
es
 w
an
te
d 
to
 g
et
 to
 k
no
w
 th
e 
pa
tie
nt
 b
y 
ta
lk
in
g 
w
ith
 th
e 
fa
m
ily
 a
bo
ut
 th
e 
pa
tie
nt
 a
nd
 re
fle
ct
 o
n 
th
ei
r l
iv
es
 to
ge
th
er
. ‘
Be
in
g 
th
er
e’
 in
cl
ud
ed
 a
 p
hy
sic
al
 p
re
se
nc
e 
by
 th
e 
nu
rs
e 
at
 th
e 
pa
tie
nt
’s 
be
ds
id
e 
an
d 
en
co
ur
ag
in
g 
fa
m
ily
 to
 si
t, 
ta
lk
 to
 a
nd
 to
uc
h 
th
e 
pa
tie
nt
. A
t l
as
t, 
nu
rs
es
 m
ad
e 
m
em
or
ie
s f
or
 fa
m
ili
es
 b
y 
ta
ki
ng
 th
e 
pa
tie
nt
s’ 
ha
nd
 p
rin
ts
 a
nd
 c
ol
le
ct
in
g 
a 
lo
ck
 o
f h
ai
r a
nd
 th
e 
id
en
tit
y 
ba
nd
.
-
C
ar
e 
fo
r t
he
 IC
U 
pa
tie
nt
, C
ar
e 
fo
r 
th
e 
fa
m
ily
 o
f t
he
 
IC
U 
pa
tie
nt
, E
nv
i-
ro
nm
en
ta
l a
sp
ec
ts
 
of
 E
O
LC
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Ta
b
le
 3
. S
um
m
ar
y 
o
f i
nc
lu
d
ed
 s
tu
d
ie
s.
 (c
o
nt
in
ue
d
)
a
ut
ho
r(s
), 
co
un
tr
y
Pu
rp
os
e 
of
 th
e 
st
ud
y
sa
m
pl
e
st
ud
y 
de
si
gn
d
at
a 
co
lle
ct
io
n
m
ai
n 
re
su
lts
ev
al
ua
tio
n
ca
te
go
ry
D
a 
Si
lv
a 
et
 a
l. 
[2
5]
, B
ra
zil
To
 k
no
w
 th
e 
m
ea
ni
ng
 
of
 c
ar
in
g 
in
 n
ur
sin
g 
fo
r 
a 
go
od
 d
ea
th
 fr
om
 th
e 
pe
rs
pe
ct
iv
e 
of
 a
 te
am
 o
f 
in
te
ns
iv
e 
ca
re
 n
ur
se
s.
10
 IC
U 
nu
rs
es
 
of
 a
 te
ac
hi
ng
 
ho
sp
ita
l.
Q
ua
lit
at
iv
e 
st
ud
y
Se
m
i s
tru
ct
ur
ed
 in
te
r-
vi
ew
s b
et
w
ee
n 
Ap
ril
 
an
d 
Ju
ly
 2
01
0.
Th
e 
ce
nt
ra
l c
at
eg
or
y 
w
as
 p
ro
m
ot
in
g 
co
m
fo
rt.
 W
hi
ch
 m
ea
nt
 to
 re
lie
f p
hy
sic
al
 
di
sc
om
fo
rt 
lik
e 
pa
in
, s
oc
ia
l a
nd
 e
m
ot
io
na
l s
up
po
rt 
to
 th
e 
pa
tie
nt
 a
nd
 fa
m
ily
, a
llo
w
in
g 
fa
m
ily
 p
re
se
nc
e 
at
 a
ny
 ti
m
e,
 a
nd
 e
ns
ur
in
g 
th
e 
in
te
gr
ity
 o
f t
he
 p
at
ie
nt
. T
hi
s c
at
eg
or
y 
w
as
 d
iv
id
ed
 in
to
 re
lie
f o
f p
hy
sic
al
 d
isc
om
fo
rts
 (m
in
im
ise
 p
ai
n 
an
d 
re
sp
ira
to
ry
 d
ist
re
ss
 
th
ro
ug
h 
an
al
ge
sic
s a
nd
 se
da
tiv
es
), 
so
ci
al
 a
nd
 e
m
ot
io
na
l s
up
po
rt 
(su
pp
or
t f
or
 th
e 
pa
tie
nt
 a
nd
 fa
m
ily
 b
y 
af
fe
ct
io
n,
 a
tte
nt
io
n,
 w
or
ds
 o
f c
ou
ra
ge
 a
nd
 st
re
ng
th
 a
nd
 th
e 
us
e 
of
 re
la
xa
tio
n 
an
d 
le
isu
re
 st
ra
te
gi
es
, l
ik
e 
en
co
ur
ag
in
g 
fa
m
ily
 to
 st
ay
 a
t t
he
 b
ed
sid
e,
 
he
lp
in
g 
fa
m
ily
 to
 u
nd
er
st
an
d 
th
e 
in
ev
ita
bi
lit
y 
of
 lo
ss
), 
an
d 
m
ai
nt
ai
ni
ng
 th
e 
he
al
th
 
an
d 
bo
dy
 p
os
iti
on
in
g 
(e
ns
ur
e 
th
e 
ph
ys
ic
al
 in
te
gr
ity
, r
es
pe
ct
 th
e 
bo
dy
, p
re
se
rv
in
g 
th
e 
go
od
 b
od
y 
im
ag
e)
. 
-
C
ar
e 
fo
r t
he
 IC
U 
pa
tie
nt
, C
ar
e 
fo
r 
th
e 
fa
m
ily
 o
f t
he
 
IC
U 
pa
tie
nt
Zo
m
or
od
i &
 L
yn
n 
[2
7]
, U
SA
To
 e
xp
lo
re
 n
ur
se
s’ 
de
fin
i-
tio
ns
 o
f q
ua
lit
y 
EO
LC
 a
nd
 
to
 d
es
cr
ib
e 
th
e 
ac
tiv
iti
es
 
th
at
 p
ro
m
ot
e 
qu
al
ity
 E
O
LC
 
in
 th
e 
IC
U
9 
IC
U 
nu
rs
es
 
em
pl
oy
ed
 a
t a
 
bu
rn
 u
ni
t, 
m
ed
ic
al
 
IC
U,
 su
rg
er
y/
 
ne
ur
os
ur
ge
ry
 IC
U,
 
ca
rd
io
-th
or
ac
ic
IC
U 
an
d 
co
ro
na
ry
 
ca
re
 u
ni
ts
.
Q
ua
lit
at
iv
e 
st
ud
y
Se
m
i s
tru
ct
ur
ed
 
in
te
rv
ie
w
s
Th
e 
re
su
lts
 a
re
 d
iv
id
ed
 in
to
 p
er
so
na
l, 
en
vi
ro
nm
en
ta
l a
nd
 re
la
tio
na
l f
ac
to
rs
. E
nv
i-
ro
nm
en
ta
l f
ac
to
rs
 in
cl
ud
ed
 re
du
ci
ng
 te
ch
no
lo
gy
. N
ur
se
s w
ho
 p
ro
vi
de
 q
ua
lit
y 
EO
LC
 
w
er
e 
de
sc
rib
ed
 a
s s
om
eo
ne
 w
ho
 u
til
ise
d 
re
so
ur
ce
s f
or
 b
ot
h 
th
e 
pa
tie
nt
 a
nd
 fa
m
ily
, 
pr
ov
id
ed
 a
 c
al
m
 e
nv
iro
nm
en
t, 
co
m
m
un
ic
at
ed
 e
ffe
ct
iv
el
y 
to
 o
th
er
 n
ur
se
s, 
pa
tie
nt
s, 
fa
m
ily
 a
nd
 o
th
er
 p
ro
fe
ss
io
na
ls,
 w
as
 fl
ex
ib
le
 a
nd
 u
nd
er
st
oo
d 
th
at
 a
 d
yi
ng
 p
at
ie
nt
 
co
ul
d 
no
t b
e 
pl
ac
ed
 in
 a
 p
ro
to
co
l, 
se
t u
p 
th
e 
de
at
h 
sc
en
e 
ap
pr
op
ria
te
ly,
 b
al
an
ce
d 
tim
e 
ef
fe
ct
iv
el
y, 
an
d 
pr
ov
id
ed
 o
pt
im
um
 p
ai
n 
an
d 
sy
m
pt
om
 m
an
ag
em
en
t. 
N
ur
se
s 
de
sc
rib
ed
 th
e 
pr
oc
es
s a
s ‘
ta
ki
ng
 a
 st
ep
 b
ac
k’
. 
-
C
ar
e 
fo
r t
he
 IC
U 
pa
-
tie
nt
, E
nv
iro
nm
en
ta
l 
as
pe
ct
s o
f E
O
LC
Q
ua
nt
ita
tiv
e 
st
ud
ie
s
Ba
di
r e
t a
l. 
[1
8]
, 
Tu
rk
ey
To
 in
ve
st
ig
at
e 
th
e 
vi
ew
s 
an
d 
ex
pe
rie
nc
es
 o
f T
ur
ki
sh
 
IC
U 
nu
rs
es
 re
la
te
d 
to
 
EO
LC
 in
 IC
Us
.
62
6 
IC
U 
nu
rs
es
 
of
 3
2 
se
co
nd
 a
nd
 
th
ird
 le
ve
l I
C
Us
 
of
 1
9 
ho
sp
ita
ls 
(7
2.
3%
 re
sp
on
se
 
ra
te
). 
C
ro
ss
-s
ec
tio
na
l 
st
ud
y
Q
ue
st
io
nn
ai
re
 ‘V
ie
w
s 
of
 E
ur
op
ea
n 
N
ur
se
s i
n 
In
te
ns
iv
e 
C
ar
 o
n 
EO
L 
C
ar
e 
(V
EN
IC
E)
’. 
D
at
a 
w
as
 c
ol
le
ct
ed
 in
M
ar
ch
 a
nd
 A
pr
il 
20
12
.
Re
su
lts
 sh
ow
ed
 th
at
 8
7.
2%
 a
gr
ee
d 
th
at
 th
e 
pa
tie
nt
 a
nd
 fa
m
ily
 sh
ou
ld
 p
er
fo
rm
 th
ei
r 
fin
al
 re
lig
io
us
 a
nd
 sp
iri
tu
al
 d
ut
ie
s. 
86
%
 o
f t
he
 IC
U 
nu
rs
es
 a
gr
ee
d 
to
 c
on
tin
ue
 p
re
ss
ur
e 
so
re
 p
re
ve
nt
io
n,
 e
ffe
ct
iv
e 
pa
in
 re
lie
f (
85
.5
%
), 
en
do
tra
ch
ea
l o
r o
ra
l a
sp
ira
tio
n 
(8
2.
2%
), 
nu
tri
tio
na
l s
up
po
rt 
(7
7.
6%
), 
hy
dr
at
io
n 
(6
4.
8%
), 
pa
ss
iv
e 
ra
ng
e 
of
 m
ot
io
n 
ex
er
ci
se
s 
(6
4.
3%
), 
an
d 
re
m
ov
al
 o
f e
nd
ot
ra
ch
ea
l t
ub
es
 (6
1.
3%
). 
57
.5
%
 o
f t
he
 IC
U 
nu
rs
es
 st
at
ed
 
th
at
 d
yi
ng
 IC
 p
at
ie
nt
s s
ho
ul
d 
be
 c
ar
ed
 fo
r i
n 
th
e 
IC
U.
 B
es
id
es
, 2
7%
 o
f I
C
U 
nu
rs
es
 su
p-
po
rte
d 
a 
re
st
ric
tio
n 
of
 v
isi
ts
 b
y 
fa
m
ily
. T
he
 a
ut
ho
rs
 d
es
cr
ib
ed
 th
at
 IC
U 
nu
rs
es
 sh
ou
ld
 
fo
cu
s o
n 
in
te
rv
en
tio
ns
 a
s s
ym
pt
om
 m
an
ag
em
en
t, 
w
ith
ho
ld
in
g 
an
d 
w
ith
dr
aw
in
g 
tre
at
m
en
t, 
sp
iri
tu
al
 a
nd
 p
sy
ch
ol
og
ic
al
 c
ar
e,
 c
om
fo
rt 
ca
re
 fo
r t
he
 p
at
ie
nt
, a
nd
 g
rie
f 
an
d 
be
re
av
em
en
t i
nt
er
ve
nt
io
ns
 fo
r f
am
ily
.  
C
C
ar
e 
of
 th
e 
IC
U 
pa
tie
nt
, C
ar
e 
of
 th
e 
fa
m
ily
 o
f t
he
 IC
U 
pa
tie
nt
, E
nv
iro
n-
m
en
ta
l a
sp
ec
ts
 o
f 
EO
LC
34
Chapter 2
Ta
b
le
 3
. S
um
m
ar
y 
o
f i
nc
lu
d
ed
 s
tu
d
ie
s.
 (c
o
nt
in
ue
d
)
a
ut
ho
r(s
), 
co
un
tr
y
Pu
rp
os
e 
of
 th
e 
st
ud
y
sa
m
pl
e
st
ud
y 
de
si
gn
d
at
a 
co
lle
ct
io
n
m
ai
n 
re
su
lts
ev
al
ua
tio
n
ca
te
go
ry
Be
ck
st
ra
nd
 e
t a
l. 
[1
9]
, U
SA
To
 c
ol
le
ct
 su
gg
es
tio
ns
 
fro
m
 IC
U 
nu
rs
es
 fo
r 
im
pr
ov
in
g 
EO
LC
 in
 IC
U’
s i
n 
th
e 
US
A.
86
1 
m
em
be
rs
 
of
 th
e 
Am
er
ic
an
 
As
so
ci
at
io
n 
of
 
C
rit
ic
al
-C
ar
e
N
ur
se
s (
61
%
 
re
sp
on
se
 ra
te
). 
Th
ey
 w
er
e 
em
pl
oy
ed
 a
s s
ta
ff 
nu
rs
es
 (5
3%
), 
ch
ar
ge
 n
ur
se
s 
(3
6%
), 
cl
in
ic
al
 
nu
rs
e 
sp
ec
ia
lis
ts
 
(4
%
), 
or
 in
 o
th
er
 
ro
le
s (
6%
).
Su
rv
ey
Q
ue
st
io
nn
ai
re
Pr
ov
id
in
g 
a 
‘g
oo
d 
de
at
h’
 w
as
 th
e 
m
aj
or
 th
em
e.
 M
os
t m
en
tio
ne
d 
ba
rri
er
s a
re
 la
ck
 
of
 ti
m
e 
(n
=7
2)
, p
hy
sic
ia
ns
’ b
eh
av
io
ur
s (
n=
47
), 
se
ei
ng
 th
e 
de
at
h 
of
 th
e 
pa
tie
nt
 a
s 
pe
rs
on
al
 fa
ilu
re
 (n
=2
4)
. S
pe
ci
fic
 su
gg
es
tio
ns
 in
cl
ud
ed
 m
ak
in
g 
en
vi
ro
nm
en
ta
l c
ha
ng
es
 
to
 e
na
bl
e 
dy
in
g 
w
ith
 d
ig
ni
ty
, n
ot
 a
llo
w
in
g 
pa
tie
nt
s t
o 
be
 a
lo
ne
, p
ai
n 
an
d 
sy
m
pt
om
 
m
an
ag
em
en
t (
n=
43
), 
an
d 
kn
ow
in
g 
an
d 
fo
llo
w
in
g 
th
e 
w
ish
es
 o
f t
he
 p
at
ie
nt
 (n
=3
9)
. 
C
C
ar
e 
fo
r t
he
 IC
U 
pa
-
tie
nt
, E
nv
iro
nm
en
ta
l 
as
pe
ct
s o
f E
O
LC
Be
ck
st
ra
nd
 &
 
Ki
rc
hh
of
f [
31
], 
US
A
To
 m
ea
su
re
 IC
U 
nu
rs
es
’ 
pe
rc
ep
tio
ns
 o
f t
he
 in
-
te
ns
ity
 a
nd
 fr
eq
ue
nc
y 
of
 
oc
cu
rre
nc
e 
of
 o
bs
ta
cl
es
 
to
 p
ro
vi
di
ng
 E
O
LC
 a
nd
 
su
pp
or
tiv
e 
be
ha
vi
ou
rs
 th
at
 
he
lp
 in
 p
ro
vi
di
ng
 E
O
LC
 in
 
th
e 
IC
U.
86
4 
m
em
be
rs
 
of
 th
e 
Am
er
ic
an
 
As
so
ci
at
io
n 
of
 
C
rit
ic
al
-C
ar
e
N
ur
se
s (
61
.3
%
 
re
sp
on
se
 ra
te
). 
80
%
 w
or
ke
d 
in
 
th
e 
IC
U/
C
C
U.
Ex
pe
rim
en
ta
l, 
po
st
te
st
-o
nl
y, 
co
nt
ro
l-g
ro
up
 
de
sig
n
Q
ue
st
io
nn
ai
re
 
‘N
at
io
na
l S
ur
ve
y 
of
 
C
rit
ic
al
-C
ar
e
N
ur
se
s R
eg
ar
di
ng
 
En
d-
of
-L
ife
 C
ar
e’
Th
e 
m
os
t i
nt
en
se
 o
bs
ta
cl
e 
fo
r p
ro
vi
di
ng
 E
O
LC
 w
er
e 
ha
vi
ng
 m
ul
tip
le
 p
hy
sic
ia
ns
 w
ho
 
di
ffe
re
d 
in
 o
pi
ni
on
 a
bo
ut
 th
e 
di
re
ct
io
n 
of
 a
 p
at
ie
nt
’s 
ca
re
 (m
ea
n 
4.
03
), 
fa
m
ily
 w
ho
 
co
nt
in
ua
lly
 c
al
le
d 
fo
r a
n 
up
da
te
 (m
ea
n 
4.
02
) a
nd
 p
hy
sic
ia
ns
 w
ho
 w
er
e 
ev
as
iv
e 
an
d 
av
oi
de
d 
co
nv
er
sa
tio
ns
 w
ith
 fa
m
ily
 (m
ea
n 
4.
00
). 
Th
e 
sc
or
in
g 
ite
m
s i
nd
ic
at
in
g 
su
pp
or
tiv
e 
be
ha
vi
ou
r w
er
e:
 g
iv
in
g 
fa
m
ily
 m
em
be
rs
 
ad
eq
ua
te
 ti
m
e 
al
on
e 
w
ith
 th
e 
pa
tie
nt
 (m
ea
n 
4.
44
), 
cr
ea
tin
g 
a 
pe
ac
ef
ul
 a
nd
 d
ig
ni
fie
d 
be
ds
id
e 
sc
en
e 
(m
ea
n 
4.
45
), 
in
fo
rm
in
g 
fa
m
ili
es
 h
ow
 to
 a
ct
 a
ro
un
d 
th
e 
dy
in
g 
pa
tie
nt
 
(m
ea
n 
4.
19
), 
ha
vi
ng
 e
no
ug
h 
tim
e 
to
 p
re
pa
re
 fa
m
ily
 fo
r t
he
 p
at
ie
nt
’s 
de
at
h 
(m
ea
n 
4.
28
), 
le
tti
ng
 th
e 
so
ci
al
 w
or
ke
r o
r r
el
ig
io
us
 le
ad
er
 ta
ke
 p
rim
ar
y 
ca
re
 o
f t
he
 g
rie
vi
ng
 
fa
m
ily
 (m
ea
n 
3.
59
), 
an
d 
as
ki
ng
 fa
m
ily
 fo
r p
hy
sic
al
 h
el
p 
du
rin
g 
ca
re
 fo
r t
he
 d
yi
ng
 
pa
tie
nt
 (m
ea
n 
3.
20
).
C
C
ar
e 
fo
r t
he
 fa
m
ily
 
of
 th
e 
IC
U 
pa
tie
nt
,  
En
vi
ro
nm
en
ta
l 
as
pe
ct
s o
f E
O
LC
, 
O
rg
an
isa
tio
na
l 
as
pe
ct
s o
f E
O
LC
Ki
rc
hh
of
f e
t a
l. 
[3
3]
, U
SA
To
 d
es
cr
ib
e 
ho
w
 IC
U 
nu
rs
es
 p
re
pa
re
 fa
m
ili
es
 fo
r 
w
ith
dr
aw
al
 fr
om
 m
ec
ha
ni
-
ca
l v
en
til
at
io
n,
 fo
llo
w
ed
 b
y 
th
e 
de
at
h 
of
 th
e 
pa
tie
nt
.
31
 IC
U 
nu
rs
es
 o
f 
fo
ur
 IC
Us
 lo
ca
te
d 
at
 o
ne
 ru
ra
l a
nd
 
tw
o 
ur
ba
n 
ho
sp
ita
ls 
(4
8%
 
re
sp
on
se
 ra
te
). 
Su
rv
ey
‘P
re
pa
rin
g 
Fa
m
ili
es
 
fo
r W
ith
dr
aw
al
’ 
Q
ue
st
io
nn
ai
re
Re
su
lts
 sh
ow
ed
 4
3 
th
em
es
 IC
U 
nu
rs
es
 in
fo
rm
ed
 fa
m
ili
es
 a
bo
ut
, o
f w
hi
ch
 6
7.
5%
 w
er
e 
ph
ys
ic
al
 se
ns
at
io
ns
 a
nd
 sy
m
pt
om
s. 
M
os
t n
ur
se
s i
nf
or
m
ed
 fa
m
ili
es
 a
bo
ut
 re
sp
ira
to
ry
 
an
d 
sk
in
 it
em
s (
re
sp
ec
tiv
el
y 
71
%
 a
nd
 7
4%
). 
Be
sid
es
 in
fo
rm
at
io
n 
ab
ou
t t
he
 p
hy
sic
al
 
sig
ns
 a
nd
 sy
m
pt
om
s o
f t
he
 d
yi
ng
 p
ro
ce
ss
, 3
6%
 o
f t
he
 n
ur
se
s w
er
e 
av
ai
la
bl
e 
fo
r s
up
-
po
rti
ng
 fa
m
ili
es
 b
y 
of
fe
rin
g 
em
ot
io
na
l s
up
po
rt,
 re
as
su
rin
g 
fa
m
ily
 a
bo
ut
 th
e 
pa
tie
nt
s’ 
co
m
fo
rt 
an
d 
gi
vi
ng
 sp
iri
tu
al
 c
ar
e.
 
C
C
ar
e 
fo
r t
he
 fa
m
ily
 
of
 th
e 
IC
U 
pa
tie
nt
35
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Ta
b
le
 3
. S
um
m
ar
y 
o
f i
nc
lu
d
ed
 s
tu
d
ie
s.
 (c
o
nt
in
ue
d
)
a
ut
ho
r(s
), 
co
un
tr
y
Pu
rp
os
e 
of
 th
e 
st
ud
y
sa
m
pl
e
st
ud
y 
de
si
gn
d
at
a 
co
lle
ct
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Three studies also stated that the patient should not be alone during the dying 
process [19–21]. Long-Sutehall et al. [24] described that nurses decreased support-
ive drugs, fluids, and weaning ventilation and removed monitoring equipment, so 
that the patient is ‘given back’ to the family. Arbour et al. [17] stated that nurses 
advocated for the ICU patient.
Care for the family of the ICU patient 
Seventeen studies dealt with nursing care for family of dying ICU patients. The main 
theme discussed in those studies concerns the support of the patient and his fam-
ily. Support includes informing them about treatments, procedures and prognosis, 
but also how to act around the dying patient, and by offering emotional support 
and reassurance to the family that the patient is comfortable [17, 18, 21, 22, 24, 25, 
29–35]. Good nursing care included protecting the patient against distressing im-
pulses and sensory imbalance. Family members were encouraged to stay nearby, 
sit, talk to and touch the patient [21, 25, 26, 28, 36]. Popejoy et al. [35] described 
how nurses gave away their control and allow the family to take over. Nurses gave 
some control away by actively involving the family in the patients’ plan of care. Ask-
ing the family for physical help during the care for the dying patient was described 
by Beckstrand & Kirchhoff [31]. A meaningful relationship between nurses and 
family is needed to establish good nursing care. Working with the family includes 
getting to know the patient by talking with the family and to reflect on their lives 
together, while also by being physically present, as a nurse, at the patient’s bedside 
[26, 34–36]. Adams et al. [29] add that there is a need to strengthen the therapeutic 
relation between family and professionals, which included holding the family in 
high esteem, for example talking with family about themselves, making eye contact 
and sitting close. Beckstrand & Kirchhoff [31] also argued that it is important to 
give family sufficient time to be alone with the patient. Bratcher [20] stressed the 
importance of the acceptance of death by patient and family. The acceptance of 
death also includes according to him the idea that a patient and his family do not 
have any unresolved issues. Adams et al. [30] described that the family needs to 
be supported in realistic hope, for example by assuring that the patient and family 
would continue to be cared for, foreshadowing, compassion, reframing hope, and 
allowing time to process information during their stay in the ICU. Good EOLC can 
also be achieved by nurses making memories for families by taking the patient’s 
hand prints and collecting a lock of hair and the identity band, or organising follow-
up meetings with the opportunity to meet the family again, answering questions 
about the care provided, requesting feedback on the care provided and handing 
over the dead patient’s belongings [17, 21, 26].
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Environmental aspects of EOLC 
Ten studies described the environmental aspects of EOLC. Environmental factors 
included reducing technology, providing a calm environment, setting up the ap-
propriate death scene by creating a peaceful, serene and dignified bedside. This 
can be achieved by playing music, dimming the light, replacing the hospital linen 
with coloured sheets and quilts, placing photographs and if desired, moving the 
patient to a single patient room [17, 19–21, 26, 27, 31]. Bratcher [20] also advised 
to use a ‘get to know me’ card in the patient room to help professionals see the 
patient as a person, the person he was before being admitted to the ICU. Ranse 
et al. [26] added a family room separate from the waiting room, and open visiting 
hours. The latter was also mentioned by Arbour et al. [17] Twenty-seven per cent 
of Turkish, 15% of South African and 34.2% of European ICU nurses supported a 
restriction of visits by family [18, 22, 23]. 
Organisational aspects of EOLC 
The organisational aspects of EOLC were described in four studies. Beckstrand 
& Kirchhoff [31] and Fridh et al. [21] described the importance of having enough 
time to prepare the family for the patient’s death (Table 4). Bratcher [20] described 
that nurses could give families a beeper so they can leave the ICU to eat, sleep or 
pray while staying in touch with the ICU. Beckstrand & Kirchhoff [31] advised to let 
the social worker or religious leader take primary care of the grieving family. Next 
to that, Hov et al. [28] stated that the general condition for good nursing care is 
divided into continuity, cooperation, knowledge and competence. 
discussion
This integrative review explored the role of ICU nurses during End-of-life care 
(EOLC) related to the interaction between patients, family and nurses. Due to 
possible severe problems experienced by patients and family, it seems important 
to know the exact role of ICU nurses during EOLC in the ICU, related to the interac-
tion of patients, family and nurses. The literature clearly indicates that the role of 
ICU nurses concerns care for the patient, family and environment. However, a clear 
description of realising the care triad is lacking.
The results were divided into four categories, but during the data abstraction 
another subdivision could be made. The results could be divided into: (1) What 
should be done (activities), and (2) How this should be done (attitudes). Table 5 
shows a summary of what should be done and how this should be done.
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As shown in Table 5, most literature described what should be done during EOLC 
in the ICU, but little is written about how care should be given. What should be 
done is described in activities. The activities are mostly concrete, like bathing, hair 
care, mouth care, pressure area care, administration of analgesics and giving a 
beeper to family. It seems quite normal that the literature focuses on functional 
activities, which can be explained by the fact that the ICU is mostly seen as a 
technological care environment where ICU nurses perform highly complex care. 
The few studies that described how to provide EOLC remained vague. Those 
studies used terms like ‘respectful care’, ‘compassion’, ‘ensure physical integrity’ 
and ‘open attitude’, but were not concretised. For example, Zomorodi & Lynn [27] 
Table 4. Results of the study of Fridh et al. [21].
category subcategory example
Ensuring the patient’s dignity and 
comfort
Decreasing pain Administering analgesics
Management of symptoms which can 
cause discomfort
Administering sedatives
Caring for the unaccompanied 
patient
Acting as both professional and fellow 
human being
Never leave the patient alone
Determining the moment of withdrawal 
of life sustaining treatment
The death trajectory for patients with no 
family present is shorter
‘The forgotten patient’ The unaccompanied patient remained 
anonymous for nurses.
Caring for the family Reassuring the family that the patient 
does not suffer
Family regularly asking assurance that 
their loved one did not suffer
Informing family about the patient’s 
condition
Family is informed, none of the nurses 
ever informed the patient
Motivating family to come to the ICU, 
and helping them to feel comfortable 
and secure
Encouraging family to touch and talk to 
the patient
Removing medical devices
Follow-up visits Opportunity to meet family again, 
answering questions about the care, 
requesting for feedback of the given 
care, and handing over the dead 
patient’s belongings 
Environmental obstacles to doing 
one’s utmost
Lack of private rooms and problems in 
creating privacy for the family
Preferences of nurses for single rooms 
or special EOLC rooms
Organisational obstacles to doing 
one’s utmost
Lack of time and support Sometimes there is insufficient time to 
care for the patient and family during 
the whole EOLC process
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described ‘taking a step back’, but do not define how this should be done. ‘Taking 
a step back’ can be explained in different ways, as literally taking a step back, but 
also, for example, using less communication, or being less present in the patient 
room. Another example comes from Beckstrand et al. [19] and Bach et al. [36]. They 
mentioned ‘being present’ during EOLC. Bach et al. [36] describe ‘being present’ 
Table 5. Results divided into what is being done and how it is done. 
What should be done/ activities how should this be done/ attitude
Provision of care for the patient
Bathing, hair care, mouth care, pressure area care, 
spiritual care, administration of analgesics, sedatives and 
antimucolytics, investigating (cultural and religious) wishes and 
needs, not letting the patient alone [17-27].
Advocating for the patient [17].
Each patient needs to be met openly as a unique 
person, which involves preservation of his personality, 
acceptance, respectful treatment, and being nursed for 
his own interests [28].
A dignified, peaceful and respectful death [20]. 
Ensure physical integrity, respect the body [25].
Provision of care for family
Talking about the patient and reflecting on their lives together, 
supporting families, encouraging family to sit, talk to and 
touch the patient, informing about treatments and procedures, 
asking them to help in the care for the patient [17,20,21,24-
26,28-36]. 
Developing meaningful relationships with family and work very 
hard to help family find peace with the decision, and building 
an emotional relation with family members [29,35].
Providing guidance [32]. 
Giving adequate time alone with the patient [31]. 
Giving a beeper so they can leave the ICU to eat, sleep, 
exercise or pray while remaining in touch with the ICU [20]. 
Making memories for family [17,21,26]
‘Taking a step back’ [27].
Giving some control away by actively involving the family 
in his plan of care [35].
Giving the patient back to the family [24].
No unresolved issues between patient and family [20]. 
Being physically present, but also by letting family know 
you will be there for them [36]. 
Support realistic hope by assuring that the patient and 
family will continue to be cared for, foreshadowing, 
compassion, reframing hope, allowing time to process 
information [30].
Using eye contact, facing the family and coming to the 
phone when family calls, offering the family trust and 
confidence, which helps the family to cope [29].
Environmental aspects of EOLC
Single room for the patient and a family room separate from 
the visitor’s waiting room, creating an atmosphere that is less 
clinical and more homely and serene by dimming the lighting, 
playing music and reducing technology [19-21,24,26,27,31].
Organisational aspects of EOLC
Open visiting hours, being there for the patient and 
family, balancing time effectively, coordinating care and 
communication, follow-up visits [23,24,27].
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as physically being there and letting the family know ‘you will be there’ for them. 
Or, for example, ‘ensuring physical integrity’ as described by Da Silva et al. [25].
The descriptions mentioned above still remain indistinct and do not present con-
crete indications how to perform this care. Because of the different ways nurses 
could interpret the concepts, it is not clear what the authors actually meant. The 
translation from research to practice could lead to problems. Besides the differ-
ences in what and how care should be given, the literature also shows a process 
in which there is a shift in nursing activities from care for the patient to care for 
the family, even more so when patients are unconscious. This shift is not explicitly 
mentioned in the literature, but all articles discuss nursing care for the patient and 
care for the family after that. It seems that ICU nurses should change their focus 
during EOLC from patient to family care; however, ICU nurses mentioned that care 
is always patient-centred care, and stays this way during EOLC [37]. This seems in 
contrast to the process mentioned above, where care is shifting towards family-
centred care during EOLC, including patients and the social system. 
Furthermore, some studies described nursing care activities for the family. But 
when analysing the literature, the care for the family is mostly about activities 
related to the patient. The nursing care for family exists of helping and advising 
the family how they can support or take care of the patient, and not explicitly about 
caring for the family members themselves. Only Arbour et al. [17], Adams et al. [30], 
Ranse et al. [26], Fridh et al. [21] and Treece [38] recommended some activities like 
making memories for the family, giving some time alone for the patient and family, 
asking for emotional and practical needs of family, organising follow-up meetings 
and open visiting hours. The studies of Latour et al. [23], Langley et al. [22] and 
Badir et al. [18] showed that most of the ICU nurses from Europe, Turkey and South 
Africa (65.8%, 73% and 85% respectively) would like to have open visiting hours, 
like recommended as care for family. Therefore, it is questionable if even though 
the literature does not give many suggestions for care for the family, it might be 
desired by family or even practiced already by the ICU nurses. 
Comparing the results of the studies of Latour et al. [23], Langley et al. [22] and 
Badir et al. [18], it showed several similarities indicating that ICU nurses have similar 
perspectives about EOLC. However, European ICU nurses would sooner end nutri-
tion, passive range of motion exercise and pressure sore prevention than nurses in 
studies elsewhere. The European ICU nurses agreed more with effective pain relief 
and removal of endotracheal tubes in comparison with nurses from other conti-
nents. These differences could be explained by the different cultures and religions, 
41
Integrative review role ICU nurses
but also due to law and regulations. A clear role of ICU nurses during EOLC in 
interaction with the patient and family may be helpful in preventing stress, anxiety, 
depression and post-traumatic stress disorder in family members. Therefore, it is 
important to know what the role of ICU nurses should be in the care triad during 
EOLC in the ICU.
Comparing the literature, the interaction between patients, family and nurses, with 
the aim to find balance in the provided care by family and professionals (care triad) 
as described in the theory of Fortinsky [9], Kongsuwan & Touhy [10] and Beneken 
genaamd Kolmer et al. [11], does not appear to be reached. Adams et al. [29] 
does describe the importance of a therapeutic relation; however, this is not the 
balance meant in the theories, because the care triad should prevent the need 
of a therapeutic relation. Fridh et al. [21] even described that nurses in her study 
never informed patients about their condition during EOLC. It has to be said that 
many ICU patients are sedated or unconscious, but in similar studies it is stated 
that nurses have to encourage family to talk to the patient even when they are 
unconscious. For those patients, it seems important that the care provided is an 
expression of being human [12]. Therefore, the care for conscious and unconscious 
persons should be the same: nurses should explain and inform the ICU patient. It 
seems essential that ICU nurses understand how the historical relation between the 
patient and family was, and which motives for caring for the patient are important 
to the family [11]. Besides that, it should become clear what the exact role of the 
ICU nurse should be in caring for patients and family. It remains questionable if all 
described care is the responsibility of ICU nurses during EOLC. 
More research is needed to answer this question. It can be concluded that it is 
important for ICU nurses to be aware of the existing relationships mentioned in the 
theories, due to the possibility of causing stress for patients and family, and thus 
the relations that already exist and will develop during admission in the ICU.
methodological limitations
Some limitations of this study must be conceded. A limitation we faced was the 
moderate quality of the included studies. A moderate quality incorporates a high 
risk of bias, but the similarities in the results support the results and decrease the 
bias. Next to that, only articles written in English, Dutch or German were included. 
Because of this, some relevant studies may have been missed. Though, with the 
use of three well known and widely used databases most relevant studies will have 
appeared.
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conclusion
This review provides an overview of the described role of ICU nurses during EOLC, 
related to the interaction between patients, family and nurses. The data can be 
divided into four categories: care for the ICU patient, care for the family, environ-
mental aspects of EOLC and organisational aspects of EOLC. 
This review gives information about the interaction between patients, family and 
professionals, but the literature remains unclear and focuses on what ICU nurses 
should do (activities) and not on how this should be done (attitudes). Therefore, it 
is difficult for ICU nurses to provide this care. Further, it seems that care provided to 
family mainly consists of giving advice on how to care for the patient; care for family 
members themselves was only mentioned in a few studies. Therefore, it seems that 
family does not always receive adequate care yet, which may be helpful in prevent-
ing problems like depression, anxiety or post-traumatic stress disorder. 
It can be concluded that it is important for ICU nurses to be aware of the existing 
relationships; however, comparing the literature, care triad does not appear to be 
reached.
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absTracT
The role of intensive care unit (ICU) nurses during End-of-life care (EOLC) is not al-
ways clear. Therefore, insight into their experiences and perspectives is warranted. 
The aim of this study was to determine how EOLC could be improved, by knowing 
the differences in the current EOLC according to ICU nurses and the way ICU nurses 
would like to provide EOLC. A qualitative study of 20 ICU nurses was performed. 
They were interviewed about their experiences with and perspectives on EOLC. 
Intensive care unit nurses were quite satisfied with the care they provided, but their 
description of the ideal situation differed from the current situation. The interviews 
resulted in 5 themes: (1) collaboration with other professionals; (2) communication 
between ICU nurses, ICU patients, and relatives; (3) nursing care for ICU patients; 
(4) nursing care for relatives of ICU patients; and (5) organizational aspects of 
EOLC. According to ICU nurses, EOLC is performed reasonably well, but some 
aspects are lacking that hinder optimal EOLC. The following issues for ICU nurses 
were identified: (1) need for an active role in multidisciplinary decision making, (2) 
sufficient knowledge of EOLC, (3) a checklist for nursing activities in EOLC, and 
(4) more time for caring for the patient and family. If those issues can be resolved, 
EOLC would improve according to the ICU nursing professionals.
Keywords: End-of-life care, intensive care, nursing care, qualitative research
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inTroducTion 
In Europe, 6% to 27% of all intensive care unit (ICU) patients die in the ICU, and in the 
United States, it is 10% to 29% [1,2]. Greater than 85% of the deaths of ICU patients 
occur after withdrawal of or withholding life-sustaining treatment [3]. Withholding 
treatment can be defined as a planned decision not to install treatments that are 
otherwise warranted, whereas withdrawal of treatment means the discontinuation 
of life-sustaining treatment [4]. Because of the complexity and severity of illnesses 
of ICU patients and the increasing number of critically ill patients, the number of 
decisions to withdraw or withhold life-sustaining treatment will increase as well [5]. 
End-of-life care (EOLC) can be defined as care for the patient from the moment the 
health care team members have doubts about the purpose of the life-sustaining 
treatment until the care for family after death of the ICU patient [6]. End-of-life 
care includes the decision-making process, nursing care for patient and family, 
pain and symptom management, saying goodbye, and support of the health care 
team members in taking care of the dying patient and the family after death [6]. 
Latour et al. [7] define EOLC as the care and supportive services that a patient, 
with an advanced disease or trauma, and his/her family receive after the decision 
to withdraw or withhold treatment(s).
In the Netherlands, the decision to withdraw or withhold life-sustaining treatment 
is made by the physician [8]. In contrast to the United States, shared decision mak-
ing is not common practice in the Netherlands. End-of-life care decisions are made 
by physicians. However, information about the clinical and psychological condition 
of the ICU patient, including the information provided by questions asked by the 
family, is mostly gathered by ICU nurses. Intensive care unit nurses spend a lot of 
time at the bedside, and this enables them to ascertain whether family members 
still have hope and how they feel about withdrawing or withholding the treatment 
[3,6,9]. 
Several studies describe that ICU nurses need to be involved in decision mak-
ing in order to share their perspectives with other professionals. They also need 
to participate in family meetings in order to be able to support the patient and 
family during and after the decision making [10-12]. Communication with the ICU 
patient and family about EOLC and inquiring after the needs and wants of the 
ICU patients and their families are important tasks of ICU nurses, because a stay 
in the ICU can lead to anxiety, depression, and posttraumatic stress syndrome 
among family members [10,13]. Satisfaction of family in EOLC is closely related 
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to their satisfaction about communication. In the study of Wiedermann et al. [14], 
ICU nurses described their supportive role during EOLC as a professional who 
provides information: they inform patients and family on treatments, procedures, 
and prognosis, and they provide the patient with a comfortable situation, as far as 
possible. They also support and help family grieving and invite family members to 
participate in caring for the patient. 
However, ICU nurses are not always able to adequately support the family, mainly 
because of the experienced workload. Comfort and good care, with enough time 
to be present for the patient and family, are mentioned by ICU nurses as profes-
sional ICU care. 
Comfort is associated with the level of agitation, dyspnea, and pain [15]. The rela-
tionship that develops between ICU nurses, the patient, and his/ her family and the 
patients’ condition may cause emotional struggles in ICU nurses [10,12]. The fear of 
making a mistake during EOLC and the moral conflict of prolonging or ending life 
cause moral distress in ICU nurses [10,16]. Moral distress is caused by preserving 
moral integrity when professionals act against their moral convictions [16]. 
Studies about how EOLC should be given by ICU nurses have been published, but 
it is not clear how ICU nurses experience their role during EOLC. Also, international 
nursing guidelines about EOLC provided in the ICU are not available. The Liver-
pool Care Pathway is a well-known guideline but is not specifically developed for 
ICU nursing care [10] and the use is discontinued because of many problems in its 
implementation. The code of good practice for ICU nurses does describe taking 
care of the patient and family, but does not specify EOLC.
aim
The aim of this study was to determine how EOLC in the ICU could be improved by 
knowing the differences in the current EOLC according to ICU nurses and the way 
ICU nurses would like to provide EOLC in an ideal situation.
METHODs
This is a qualitative study, because the experiences and perspectives of ICU nurses 
were explored.
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sample
Intensive care unit nurses were recruited by purposive sampling from 1 university 
hospital and 3 community hospitals. The participating ICUs were medical, neurol-
ogy, cardiothoracic, and surgical ICUs. Intensive care unit nurses were asked to 
participate when they worked as a nurse in the ICU, had finished a critical care 
specialisation, spoke Dutch, and had experience with EOLC in the ICU (≥1 year). 
Intensive care unit nurses enrolled in the study after giving informed consent. Each 
participating medical center had 1 ICU nurse (contact person) who inquired after 
colleague ICU nurses who might be interested to participate in the interviews and 
informed the researcher about their willingness. The researcher sent an e-mail to 
the interested ICU nurses and asked if he/she still wanted to participate. If so, an 
appointment was made.
In the Netherlands, ICU nurses do not get specific education about EOLC. Many 
ICU nurses mention that they miss specific EOLC training. They learn to deal 
with EOLC through gaining experience or are coached by other ICU nurses. This 
includes a risk of personal interpretation or preferences of the best care, or la-
cunas, which means that the performed care depends on the perspective of the 
nurse. The participating hospitals did not have a protocol about nursing EOLC in 
the ICU. They did have a general protocol about postmortem care of the body. 
However, these protocols did not describe care before death in the ICU or the 
support of families. In all hospitals, a palliative care team was available. However, 
ICU professionals generally did not consult the palliative care team, and none of 
the interviewed ICU nurses mentioned the involvement of a palliative care team.
data collection
Data were collected through interviews on EOLC in the ICU, because interviews are 
effective for investigating the perspectives, experiences, and opinions of the ICU 
nurses [17]. In-depth semi-structured interviews were held at a time and location 
chosen by the ICU nurse. Interviews were conducted from June 2012 to August 
2012 and lasted 40 to 70 minutes. After 7 interviews, 80% of the information was 
gathered. Saturation of information was reached after 16 interviews. The last 4 
interviews were used for verification of the information gathered. The researcher 
(MN) started the interview with a narrative-inducing question: ‘‘Could you tell me 
what you consider important in nursing care during EOLC in the ICU?’’ Then sev-
eral topics were discussed, using a semi-structured interview methodology [17]. A 
topic list based on literature was used to ensure that relevant topics were covered 
(Figure 1).
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data analysis
Interviews were audio recorded and transcribed verbatim, ranging in size from 
4729 to 10085 words. The qualitative software tool Kwalitan (Kwalitan Advies, 
Malden, the Netherlands) was used for the inductive analysis of the data. Data 
analysis started with thoroughly analyzing 1 interview with 2 researchers working 
toward consensus (MN, BD). After consensus, the interpretative thematic analysis 
of the interviews was performed by 1 researcher (MN). Transcripts were analyzed 
for content line by line, and codes were noted in the margins, creating a label for 
each sentence. As codes emerged, they were compared with codes from earlier 
interviews to determine similarities and differences. The codes were grouped and 
labeled using broader categories and themes. The code tree was designed ac-
cordingly. The data were then organized to describe the experiences of ICU nurses 
figure 2. Schematic overview of analysis.
starting question:
‘Could you tell me what you consider important in nursing care during End-of-life care in the ICU?
Topics:
Current practice
Ideal situation
Care for the ICU patient
Care for family
Decision-making
Knowledge/ skills/ competences
Follow-up care
Policy/ resources[29-30]
Figure 1. Topic list.
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with EOLC. A schematic overview of the data analysis is given in Figure 2. Data 
saturation was reached, which increases the validity. 
During the interviews, member check was performed in order to reduce the pos-
sibility of interpretation of the data [17,18]. The transcribed interviews were veri-
fied through randomly comparing parts of the audiotape and transcription. One 
interview was thoroughly analysed by 2 researchers independently working toward 
consensus (MN, BD). This interview was discussed with a third researcher (LV). The 
researchers worked toward a consensus in interpretation. This iterative process 
constituted investigator triangulation and increased the reliability of the analysis 
[18]. The transparency of the analytical process and verifiability of the research were 
enhanced by using memos to explain interpretations and conclusions. Coding 
and development of categories were mainly carried out by the first researcher, 
whereas peer check was performed by the second researcher. The categories were 
discussed until agreement was reached.
ethical considerations
In March 2012, the study was approved by the Regional Committee for Medical 
and Health Research Ethics of Arnhem and Nijmegen and subsequently by the 
participating ICUs. Written informed consent was obtained from all participating 
ICU nurses.
resulTs 
Twenty ICU nurses were interviewed. The interviews were mostly held at the hos-
pital where the ICU nurses worked; 1 interview was held at the researchers’ office. 
Table 1 presents characteristics of the participating ICU nurses. 
Most ICU nurses were rather satisfied with the nursing care they could provide 
during EOLC, but they nevertheless mentioned that an ideal situation of EOLC 
Table 1. Demographics of participants.
sex Type of hospital no. of participants age (years, mean 
(range))
experience in icu 
(years, mean (range))
Female Academic 4 35 (26-39) 6 (2-11)
Community 10 44 (35-54) 13 (5-31)
Male Academic 1 27 2
Community 5 40 (33-49) 8 (3-14)
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would be different. The researchers found that the EOLC ideal perspectives of 
ICU nurses consisted of 5 themes: (1) collaboration with other professionals; (2) 
communication between ICU nurses, ICU patients, and relatives; (3) nursing care 
for ICU patients; (4) nursing care for relatives of ICU patients; and (5) organizational 
aspects of EOLC.
Collaboration with other professionals
All ICU nurses mentioned that their role in decision making about EOLC is impor-
tant. They considered their role specific, while spending lots of time at the bedside, 
resulting in sufficient knowledge of the ICU patients and their family. Intensive care 
unit nurses emphasized the urgency to be present in multidisciplinary meetings on 
a regular basis.
Their presence would enable them to share their knowledge with other profes-
sionals. Attendance in all multidisciplinary meetings entails also an explicit role 
in decision making. Moreover, 18 ICU nurses want their perspectives to be heard, 
because they have specific information about the patient and his/her family. Five 
ICU nurses emphasized that they are not the person or professional to make the 
decision to withhold treatment and that they do not want to be that person. An 
example was as follows:
In the past, it [the feeling that the life-sustaining treatment is continued (too) 
long] frustrated me more, but I am not the person who has to make the decision 
actually, so now I do understand it somehow. But sometimes I see patients who 
are treated too long, especially when you know from the beginning that they are 
not going to survive.
Sixteen ICU nurses considered incidental communication between them and other 
professionals to be moderate or good. Eleven ICU nurses shared their doubts 
about continuing the life-sustaining treatment with other ICU nurses. Before a 
family meeting, 10 ICU nurses preferred to discuss the content of the meeting 
with the intensivist. Those ICU nurses suggested to discuss the content before the 
family meeting starts but also to discuss the way to withhold the treatment and the 
responsibilities of every professional involved with EOLC.
Communication between ICU nurses, ICU patients, and relatives
All ICU nurses attended family meetings. They described their tasks in those 
meetings as listening, adding information, explaining or clarifying information, and 
observing whether family and patients (if possible) understood the information 
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given to them during the meeting. Fifteen ICU nurses mentioned that families are 
not able to hear all information because of their emotions. Through attending the 
family meeting, ICU nurses had the opportunity to repeat the information received 
by the family. During informal meetings, not all ICU nurses provided the family with 
the same information (a ‘‘standard story’’). They did not know what their colleagues 
told. All ICU nurses adjusted their information to the family but could not explain 
how these adjustments were made and on what they were based. One ICU nurse 
mentioned the intellectual level of the family and adjusted the provided informa-
tion to this level. 
Most ICU nurses mentioned they preferred not providing information about 
symptoms in advance. Information about symptoms was given at the moment the 
symptom presented itself, not in advance. An example was as follows:
It depends; I assess what family can understand. With all respect, but some family 
are not able to understand all information, in those situations I choose to give 
brief information. But family who seem to understand more, which I assess, I give 
them more information.
Nursing Care for ICU Patients
Interviews with ICU nurses showed that they all tried to create a peaceful situa-
tion for the patient, leaving the patient at rest as much as possible and providing 
only essential care. Five nurses chose to change the patients’ position in order to 
prevent pressure ulcers; others chose only to provide care making sure the patient 
looked decent and clean. All ICU nurses considered the patient being comfortable 
an important aspect of their care. There was no uniformity in the care provided.
All ICU nurses were aware of the availability of a visit by a social worker or a chap-
lain, but they did not always suggest this to the patient or his/her family. They 
said they offered these services only when they were under the impression that 
the patient and/or his/her family were in need of psychosocial support. Nurses 
expected families to ask for a chaplain (or reverend or imam) if desired. 
Nursing Care for Relatives of ICU Patients
Eighteen ICU nurses considered enough time and the opportunity to say good-
bye as important for families. Fifteen ICU nurses tried to involve the family in the 
patients’ situation, by explaining that family members could touch the patient or 
hold the patients’ hand. All nurses mentioned that they wait until the family stated 
that they have said goodbye and will not put restrictions on this. Intensive care unit 
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nurses’ opinions on removing the tube in the presence of family differed. Some 
nurses considered this aspect disturbing for family; others thought that families 
should be informed and make their own choice. 
All nurses mentioned that, regardless of the choice a family makes, they should 
be well informed about the consequences of their choices. For example, family 
should be advised to stay nearby at critical times when a patient may die soon. 
When having family nearby, the ICU nurse can warn them immediately; otherwise, 
family may miss the last breath of the patient, which can be very meaningful for 
family members.
All nurses rarely asked family members to participate in the last care for the patient, 
because in their experience the family members would ask to volunteer to care 
for the patient. When nurses did consult with family on participation, they asked 
whether family wanted an active role or to only be present during the last care. As 
one nurse described:
It’s probably terrible that I’m saying this, but I have to be honest about the time 
path; involving family takes a lot more time, and it’s just, sometimes, you’re 
giving a lot more information. I mean, they don’t know it’s possible to participate 
or watch.
According to all ICU nurses, their focus remains with the patient, but family needs 
attention and support as well. Attention and support are offered through listening 
to the family, providing advice on the visit of (small) children, providing practical 
suggestions concerning sleeping accommodations, offering the visit of a chaplain 
or social worker, and offering beverages and food. 
And sometimes, you have to make it clear to people that it’s OK if you do things 
at home [like lying in bed together]. I mean, what you do at home should be 
possible here, and if you want to help, if you want to do something, I think it 
should be possible. Not all of my colleagues think the same; they think it’s scary, 
but I think it should be possible.
Organizational Aspects of EOLC
All ICU nurses shared that they always tried to plan a family meeting where with-
holding treatment is discussed, and the actual withholding of treatment is done on 
the same shift to promote continuity of care. Fifteen ICU nurses said they are willing 
to stay longer when the patient dies at the end of their shift. They considered time 
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for the patient and his/her family important and preferred taking care of the same 
patient. Seventeen ICU nurses want a guideline to provide them with a checklist, 
in order to see if everything has been taken care of. The 2 ICU nurses with 1 year 
of ICU experiences expected more similarity and clarity in nurses’ actions with the 
use of a guideline. 
All ICU nurses consider education on EOLC desirable to regain awareness of the 
EOLC process and to hear new ideas and development. Furthermore, ICU nurses 
stated that education in EOLC for patients and family from other cultures and with 
other religions is needed. According to all ICU nurses, follow-up of family meetings 
was not offered on a regular basis. Sometimes, a follow-up meeting is offered when 
the family leaves the ICU or through a condolence card. All ICU nurses did consider 
this as an important part of EOLC and saw a role for themselves in the follow-up 
meetings as well. They felt that the ICU nurse who has taken care of the patient 
on the day he/she died should participate in this follow-up meeting. Intensive care 
unit nurses thought this would be meaningful not only for family but also for the 
ICU in order to evaluate the provided EOLC. One nurse said:
I think it’s a pity that nurses do not have a role in that [follow-up meeting], so I 
hope in the future, these meetings will be planned with a nurse present, because 
a nurse can add information and that one can check who has taken care of this 
patient or who was present when the patient died.
Five ICU nurses worked with family care nurses. Family care nurses take care of 
family, through emotional and physical support and information about the hospital 
facilities. They considered working with these nurses valuable, because they are 
able to provide extra care and attention to family.
discussion
In this study, we aimed to determine how EOLC could be improved by knowing the 
differences in the current EOLC according to ICU nurses and the way ICU nurses 
would like to provide EOLC in an ideal situation. Although ICU nurses were quite 
satisfied with the care they provided, their description of the ideal situation differed 
from the current situation. To obtain an ideal situation, nurses would prefer more 
time for patient and family; a more explicit role in decision making; and adequate 
communication between ICU nurses, professionals, and patients and family. This 
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corresponds with the 7 domains of quality EOLC in the ICU described by Curtis & 
Engelberg [19].
In the literature, ICU professionals emphasized the urgency of being involved in 
decision making, but studies also show barriers in communication during EOLC 
[11,20,21]. Information about the clinical and psychological condition of the ICU 
patient, the information provided, and signals shown by the family are mostly gath-
ered by ICU nurses. But they experienced little involvement in the decision making 
process [9,10]. Our study confirms these results. All ICU nurses mentioned that 
they want to be involved because they provide the latest information regarding the 
patients’ situation, want to share their ideas and observations, and want to know 
the intensivist(s) arguments for continuing or withdrawing life-sustaining treatment. 
This corresponds with the results of several studies describing the role of ICU 
nurses in decision making [10,11,22]. Therefore, multidisciplinary team meetings 
are needed, together with a proactive attitude of nurses. 
As part of the decision-making process, several studies mention the importance of 
communication with family and provision of information [20,23,24]. The ICU nurses 
in our study stated that they adjust their information to the family; ICU nurses could 
not explain how these adjustments were made. They based their adjustments on 
their experience and feeling. This corresponds with the results of the study of Fridh 
et al. [25], ICU nurses in their study emphasized that every patient and family is 
unique. Therefore, none of the ICU nurses in the study of Fridh et al. [25] followed 
guidelines specific for EOLC in the ICU when caring for a dying patient. Their 
participants reported that they learned EOLC from colleagues and experience. 
The study of Aslakson et al. [22] with the aim to explore the barriers to optimal 
communication and EOLC in the ICU as perceived by the bedside nurses, showed 
opposite results: ICU nurses mentioned that they lacked a protocol about which 
information to communicate at what time. The study of Holms et al. [10] showed 
the same results. The ICU nurses in our study also prefer a checklist about the 
care that should be given. A checklist could give them the opportunity to check 
whether they gave all possible care, including the possibility to adapt the care to 
the unique situation. However, this kind of guideline or checklist is not available in 
this ICU setting.
ICU nurses in this study also mentioned not being present during family follow-up 
meeting. Those meetings are supportive not only for the family but also for profes-
sionals. For the bereavement of family, it is important to have the opportunity of 
a follow-up meeting and the possibility to visit the ICU after the patient died. For 
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professionals, it is an opportunity to evaluate their care, to answer questions of 
family, and to complete the care for the family and patient. Several studies describe 
that, also because of the frequent exposure to grief and suffering, ICU nurses were 
expected to cope with death and dying [10,15,26,27]. Attia et al. [26] and Ranse et 
al. [15] concluded that emotional support of ICU nurses providing EOLC is needed. 
Most ICU nurses in our study did not mention the need for emotional support. 
They stated that performing EOLC is part of nursing care. By asking what kind of 
support ICU nurses gave to each other, they mentioned all kinds of practical sup-
port, but no emotional support. However, some ICU nurses mentioned their need 
for a break after a death and some mental support from a colleague. It appears 
that the ICU environment defines the kind of support that is asked for. The question 
remains whether ICU nurses do not need emotional support or that the culture 
in the ICU does not allow this kind of ‘‘sensitivity’’. None of the ICU nurses in this 
study regularly asked families to participate in last nursing care as they thought 
that family members would ask to participate if they wanted to. Another reason 
for not asking families to participate was because it was considered time consum-
ing. There appears to be a discrepancy between what ICU nurses do and think 
and what is actually preferred by family. In interviews with family of deceased ICU 
patients, family members mentioned that they do not think of all possibilities they 
have during the patient’s stay in the ICU; they have too much on their minds [28]. 
Contrary to the opinion of ICU nurses, a study on the experiences of family showed 
that asking family to participate is important [28]. Gutierrez [23] described this in 
relation to communication. Because of all emotions experienced by family, they 
appear to experience difficulties in remembering information; this points out the 
need for repeating information.
The study was increased in strength through interviewing ICU nurses from 4 
different hospitals. A contact person was responsible for asking the ICU nurses’ 
permission to be approached by the researcher. It is possible that ICU nurses who 
are more interested in EOLC consented to participation, and therefore, a selection 
bias is introduced. Nevertheless, the sample was multicenter, included all kinds of 
ICU nurses, and showed variation in experiences. Moreover, data saturation was 
reached. This increased the validity of the study. Although findings cannot be ap-
plied directly to other settings, the results will be similar in society at large.
indications for practice
Intensive care unit nurses are quite satisfied with current EOLC, but their ideal 
situation does differ from current care. The following omissions were identified: 
ICU nurses lacked an active role in the decision-making process, cooperation with 
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the multidisciplinary team, knowledge of EOLC, a checklist for nursing EOLC, and 
more time for caring for the patient and family. If those omissions can be resolved, 
the quality of EOLC could be improved. Important topics are active involvement in 
the multidisciplinary team, education in EOLC, a guideline for EOLC in the ICU, and 
involvement of family in the care. Further research in comparing the perspectives of 
ICU nurses and family and in improvement of the omissions is recommended. Next 
to that, the use of a guideline, specified for EOLC in the ICU, is recommended to 
standardize EOLC in the ICU.
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absTracT
objectives: The aim of this study was to examine the experience(s) of family with 
the nursing aspects of End-of-life care in the intensive care unit after a decision to 
end life-sustaining treatment, and to describe what nursing care was most appreci-
ated and what was lacking.
method: A phenomenological approach including inductive thematic analysis was 
used. Twenty-six family members of deceased critically ill-patients were interviewed 
within two months after the patient’s death about their experiences with nursing 
aspects of End-of-life care in the intensive care unit.
findings: Most family members experienced nursing contribution to End-of-life 
care of the patient and themselves, especially supportive care. Families mentioned 
the following topics: Communication between intensive care nurses, critically ill 
patients and family; Nursing care for critically ill patients; Nursing care for families 
of critically ill patients; Pre-conditions. Families appreciated that intensive care 
nurses were available at any time and willing to answer questions. But care was 
lacking because families had for example, a sense of responsibility for obtaining 
information, they had problems to understand their role in the decision-making 
process, and were not invited by nurses to participate in the care.
conclusions: Most family appreciated the nursing EOLC they received, specifically 
the nursing care given to the patient and themselves. Some topics needed more 
attention, like information and support for the family.
Keywords: Family, Nursing care, End-of-life care, Intensive care, Qualitative re-
search
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inTroducTion
In the Netherlands, nearly 8% of all intensive care unit (ICU) patients die in the ICU 
[1]. Because of the use of life-sustaining measures, approximately 85% of the deaths 
of ICU patients occur after withdrawal or withholding life-sustaining treatment [2]. 
Withholding treatment can be defined as a planned medical decision not to order 
treatments that are otherwise warranted, whereas withdrawal of treatment means 
the discontinuation of life-sustaining treatment [3-5]. Because of the increasing 
number of critically ill patients, the number of decisions to withdraw or withhold 
life-sustaining treatment is expected to increase as well [2,6].
In the Netherlands three levels of ICUs exist. In Table 1 the differences between the 
levels of the ICUs are presented. End-of-life care (EOLC) is defined as the care and 
supportive services that a serious ill patient and his family receive following the de-
cision to end treatment(s) [3]. Domains of quality of EOLC in the ICU are described 
including: (1) patient and family centered decision making, (2) communication with 
patients and family, (3) continuity of care, (4) emotional and practical support for 
patients and family, (5) symptom management and comfort care, (6) spiritual sup-
port and (7) emotional and organizational support for ICU professionals [7].
During EOLC, not only ICU patients need nursing care, but also their family, includ-
ing relatives and friends, need care and support. In the Netherlands, family mem-
bers act as the legal representative of a patient who is unconscious or sedated. 
Table 1. Levels of ICU [8,9].
level of icu care seriousness of 
illness
amount of icu 
beds
access of nurses 
and intensivists
nurse-patient ratio
Level 1 Basic care A patient who has 
been mechanically 
ventilated for three 
days or more has to 
be transferred to a 
level 2 or 3 ICU
Minimum of 6 beds Not necessarily 
constant access of a 
intensivist
This can differ
Level 2 High care Serious illnesses, 
but not patients 
with extremely 
complicated 
illnesses
Minimum of 12 beds Constant access to 
specialized nurses 
and intensivists 
access during day 
and evening
Day: 1:2
Evening: 1:3 
Night:1:3 till 4
Level 3 High-
intensity 
care
Serious illnesses 
and extremely 
complicated 
illnesses
Minimum of 12 beds Constant access to 
specialized nurses 
and intensivists
Day: 1:1
Evenening:1:2 
Night: 1:2 till 3
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This means that the family have to be informed about the treatment and should 
represent the values and preferences of the patient. 
Family often discuss their ideas and thoughts about withdrawing treatment with 
the attending nurses. However, the decision for treatment is made by the physician 
and family do not decide on treatment for the patient. However physicians strive 
for agreement on treatment decisions with the family [10]. 
Nursing care is, among other things aimed at emotional and spiritual support for 
patient and family, because an ICU stay of a (beloved) person can cause anxiety, 
depression and even posttraumatic stress disorder [11, 12]. Family of ICU patients 
experienced the relationship with ICU nurses during the End-of-life (EOL) decision-
making process as adequate regarding compassion and comfort, but they deemed 
the communication as vague and evasive [13]. Besides, nurses did not always par-
ticipate in family meetings thus family missed the support of nurses. These findings 
are in line with the results of Lloyd-Williams et al. [14]. In this study, family appreci-
ated the physical care for the patients, but communication and delivery of bad 
news were a cause for concern. Also, the facilities in the ICU, such as lack of family 
rooms, little privacy at the patients’ bedside or during farewell and lack of follow up 
meetings were mentioned. Follow up meetings, support groups and family meet-
ings with an attending nurse for family of deceased ICU patients are recommended 
as a way for professionals to communicate with family [11]. These authors describe 
the post-intensive care syndrome family, representing the response of family to 
EOLC and the death of ICU patients, including anxiety, acute stress disorder, post-
traumatic stress, depression and complicated grief. Communication and involving 
family in care may affect long term outcomes. 
In the Netherlands, the ICU physician communicates with patients and family about 
treatments and sometimes the physician will ask the family what they think that 
should be done. However, the physician decides. The physician has to request in-
formed consent of the patient about the treatment. When a patient is unconscious, 
sedated or incompetent, the legal representative of the patient has to be informed 
and should represent the values and preferences of the patient in decision-making 
[1,10]. The patient, if possible, and family are informed during family meetings. 
Regularly, the physician discusses issues of care and ending treatment with nurses 
and other professionals. 
Nurses have a role in EOLC of ICU patients and their family. We wondered if family 
experience nursing EOLC in the ICU and how they judge it. Knowledge of the 
65
Experiences of family of deceased ICU patients
experiences of family will enable ICU nurses to adapt their care to the needs and 
wants of family of dying ICU patients in the Netherlands. 
aim and research question
The primary aim of this study was to examine the experience(s) of the family with 
nursing EOLC in ICUs after a decision to end life-sustaining treatment. Secondary 
aims were to describe what the family appreciated most and what they missed 
during EOLC in nursing care. 
The primary research question was ‘What are the experiences of the family with the 
nursing aspects of End-of-life care in the ICU?’ The secondary research question 
was ‘What elements of care are appreciated most, and what is lacking?’.
METHODs
design
A phenomenological approach was used, including inductive thematic analysis. A 
phenomenological approach aims to generate a description of a phenomenon of 
everyday experiences and to achieve an understanding of its essential structure 
[15]. We studied the experiences of family of the nursing EOLC in the ICU. We 
followed the six steps for the inductive thematic analysis as described by Kvale [16], 
as shown in Table 2.
Table 2. Steps of the inductive thematic analysis as described by Kvale [16].
step description
1 Subjects describe their lived world during the interview,
2 Subjects themselves discover new relationships during the interview, see new meanings in what they see and do,
3 The interviewer, during the interview, condenses and interprets the meaning of what the interviewee describes 
and ‘sends’ the meaning back, ideally until there is only one possible interpretation left or the multiple 
understandings of a theme by the subject are known,
4 The transcribed interview is interpreted by the interviewer, either alone or with other researchers. The material is 
first structured. Then follows clarification by for example eliminating digressions and repetitions and distinguishes 
between the essential and the non-essential. The analysis proper involves developing the meanings of the 
interviews, bringing the subjects’ own understanding into the light as well as providing new perspectives from the 
researcher on the phenomena,
5 A re-interview. The subjects get the opportunity to comment on the interviewer’s interpretations as well as 
elaborate on their own original statements,
6 A possible sixth step would be to include action. Subjects begin to act from new insights they have gained during 
the interview.
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sample and setting
Family were recruited through purposive sampling in one university hospital and 
three general hospitals in the Netherlands. Families of deceased ICU patients were 
considered eligible when the ICU patient had died in the ICU at least three weeks 
previously, after withholding or withdrawing treatment. Selection criteria for family 
members were: speaking Dutch, being 18 years or older, and having been a con-
tact person for the ICU patient. A contact person is often partner, parent or friend, 
appointed by the patient as con-tact for professionals in case of emergency. Family 
who had been asked to consent to organ donation were excluded. In each partici-
pating medical centre, an ICU nurse phoned the contact person of the deceased 
patient to inform them about the study between three to six weeks after the death 
of the patient. This was not the standard procedure in all hospitals. 
In the phone call the nurse asked if the contact person objected to being con-
tacted by the researcher (MN) for information about the study. In six cases family 
refused further contact, because they felt too emotional (n=3), or were not available 
(n=3). When the family member agreed, the researcher called one week after the 
phone call between the nurse and the family member. The researcher expressed 
her condolences, gave information about the study and asked the family member 
to participate. After the agreement to participate the researcher visited the fam-
ily member for the interview at a time and place of the family member’s choice. 
All families received written information about the study before the interview, 
completed by the researcher during the interview, and gave informed consent. 
Twenty-six family members of twenty deceased adult ICU patients participated 
(see Table 3).
ethical considerations
The study was approved by the Regional Committee for Medical and Health Re-
search Ethics and subsequently by the participating ICUs. Potential participants 
were given both written and verbal information about the study. After willingness 
to participate, written informed consent was obtained from all participants. At the 
start of the interview, the researcher explained the participants that they could 
refuse to participate at any time. Besides, the researchers were aware of the pos-
sibility that sharing their experiences could cause emotional reaction in family. 
Therefore the researchers asked the family whether they wanted to have a follow-
up meeting with a professional from the hospital after the interview.
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Table 3. Demographics of study sample.
no. family members’
relation to
icu patient
age family 
member (years)
diagnosis duration of stay in 
icu (days)
hospital
1 Son 42 Trauma 10 University
2 Wife 72 Trauma 8 University
3 Husband 82 Trauma 14 District
4 Daughter 53
5 Daughter 50 Resuscitation 4 District
6 Son in law 40
7 Husband 59 Cerebrovascular 
accident 
4 University
8 Daughter 40
9 Niece 51 Wound infection 
and resuscitation
27 District
10 Brother 69 Vascular surgery 22 District
11 Sister 72
12 Husband 40 Multiple organ 
failure
10 University
13 Wife 82 Sepsis with 
cholangitis
2 District
14 Friend 51
15 Brother 61 Ketoacidosis 1 University
16 Sister in law 61
17 Wife 67 Kidney failure and 
sepsis
4 District
18 Daughter 25 Scleroderma 42 University
19 Wife 69 Cardiac surgery 7 District
20 Husband 61 Endocarditis and 
pneumonia
56 District and 
University
21 Daughter 54 Multiple organ 
failure
1 University
22 Wife 62 Respiratory failure 7 University
23 Daughter 52 Myocardial 
infarction, kidney 
and liver failure
4 District
24 Wife 68 Cerebrovascular 
accident
3 University
25 Wife 44 Pancreatitis 107 University
26 Wife 51 Trauma 17 University
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data collection
Twenty-six semi-structured interviews were held on the families’ experiences. 
Twenty-three interviews were held at the family’ home, two in the hospital and one 
in the researchers’ office. Interviews were conducted from June 2012 to July 2012, 
lasted 45 to 75 minutes and occurred five to eight weeks after the ICU patients’ 
death. Six family members chose to participate with another family member. They 
found it difficult to be interviewed alone or were worried that they might forget 
to share relevant information. The researcher (MN) started the interview with a 
narrative-inducing question: ‘Could you tell me about the care provided from the 
moment you heard that treatment would be withheld or withdrawn until the mo-
ment your family member died?’. A topic list based on the literature was used to 
ensure that relevant topics were covered in the interview (see Fig. 1) [3,7]. Addition-
ally, the researcher inquired after nursing care as experienced by family.
data analysis
Interviews were audio-recorded and transcribed verbatim. Qualitative software 
tool Kwalitan, version 5, was used for analysis. An inductive thematic analysis was 
used to gain understanding of the families’ needs and wants during EOLC in an 
ICU, specified to nursing care. 
Some family members also talked about the care provided by the physicians, 
however all family members were able to distinguish nursing care. Using the ex-
periences, what was appreciated and missed in the care, the needs and wants of 
the family were formulated. The inductive thematic analysis of the interviews was 
made by one researcher (MN). Transcripts were analysed for content line by line 
and codes were noted in the margins, creating a label for each sentence. As codes 
emerged, they were compared with codes from earlier interviews to determine 
starting question:
‘Could you tell me about the care provided from the moment you heard that treatment would be withheld or withdrawn 
until the moment your family member died?’
Topics:
Information
Needs and wants of the ICU patient and family
Accessibility of the attending nurse
Cultural, religious and spiritual needs
Psychosocial needs and support
Communication
Follow up meetings
figure 1. Topic list.
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similarities and differences. The codes were grouped and labelled using broader 
categories and themes. The code tree was designed accordingly. The data were 
then organised to describe the needs and wants of family. A schematic overview of 
the data analysis is presented in Fig. 2. 
Validity
During the interviews, the researcher interpreted the meaning of what the family 
member said and checked the meaning afterwards if the right interpretation had 
been made, through which one possible interpretation left [16]. Additionally, the 
transcribed interviews were verified by randomly comparing parts of the audiotape 
and transcription. One interview was independently analysed by two researchers 
(MN,BD). This interview was discussed with a third researcher. The researchers 
worked towards a consensus in interpretation, like peer review. This iterative process 
constituted investigator triangulation and increased the reliability of the analysis 
[15]. The transparency of the analytical process and verifiability of the research was 
enhanced by using memos made by the researchers to explain interpretations and 
conclusions. Coding and development of categories were mainly carried out by 
the first researcher, peer review was performed by the second researcher. 
figure 2. Schematic overview of the analysis.
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FINDINgs
Most family members had positive experiences with the nursing EOLC the patient 
had received, although not all the needs and wants of the family were assessed a 
regular basis. The experiences of family members during nursing EOLC could be 
arranged in four themes: (1) Communication between ICU nurses, ICU patients and 
family, (2) Nursing care for ICU patients, (3) Nursing care for family of ICU patients, 
(4) Preconditions. 
Per theme examples will be given of experiences, and which elements of care were 
appreciated most, and which were lacking (needs and wants).
Communication between ICU nurses, ICU patient and family
Most appreciated was that ICU nurses were available at any time, and willing to an-
swer questions. Family admired the way ICU nurses treated the family, made clear 
for example by nurses accompanying family to the patient, being present during 
visits, and by informing them about the patients’ status. All family participated in 
a family meeting. In each meeting an ICU nurse was present, but family did not 
remember the specific role.
‘During the family meeting, the ICU nurse added information sometimes, but most 
of the time she did not speak. But when she thought we did not understand what 
the doctor was telling, she explained it to us in a clearway.’ (Family member 24)
One family member mentioned that the ICU nurse helped her with asking ques-
tions. Family members found the family meeting kind, they felt they could ask all 
questions and express their emotions. Besides, ICU nurses informed family about 
symptoms during the dying process, about care after death of the patient, and 
whom they had to contact about the funeral and further arrangements. Family ap-
preciated this information. Problematic communication between ICU nurses and 
other professionals was experienced by family in relation to the decision-making 
process. All patients were unconscious, and the contact person of the patient was 
informed about the medical situation of the patient. Six family members feared the 
decision-making process.
‘We were glad that we did not have to make the decision, we were afraid that 
they would ask us to decide to withhold or withdraw the life-sustaining treatment. 
The health care team clearly explained why they thought the treatment should be 
discontinued; they only asked us if we understood everything.’ (Family member 1)
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Family knew that in the Netherlands, the physician decides about the treatment, 
however some family members were afraid that they had to make this decision. 
They did not want to make this decision, which caused a sense of anxiety. They also 
felt the professionals were afraid of discussing EOLC. 
Nursing care for ICU patients
All family members appreciated the nursing care for the critically ill patient very 
well; they noticed the respect the nurses showed to the patients. Nurses cared for 
the patient as a whole person.
‘They took the tube out, together with all other lines, so they took everything. So, 
yeah, he was there in bed, just like a normal person in bed.’ (Family member 6)
The dying process went calmly for all patients, due to the care provided by the ICU 
nurses. Therefore, family members were able to focus on saying goodbye. Turning 
off the monitor at the bedside was appreciated by twenty-three family members, 
which leads to not being distracted from saying goodbye. 
Nursing care for family of ICU patients
All family members wished to stay with the patient. Family appreciated the pos-
sibility to perform their own rituals during the dying process of the patient; they 
could sing at the bedside, lie in bed with the patient or were able to be at the 
bedside with the entire family. Families most appreciated the time they got for 
saying goodbye to the patient.
‘...What I liked, between the moment I called the family and their arrival in the ICU, 
I was able to spend some time alone at the bedside. The nurses left me in peace, 
so I was able to say the things I wanted to say.’ (Family member 26)
Three family members were not able to say goodbye while the patient was still 
conscious. The patient was sedated without the family being informed, thus leav-
ing no opportunity for family to speak with the patient for one last time.
‘He was not aware himself (of the fact that he was dying). And we weren’t either.   
Because he said: ‘See you later’. He was even waiving. We thought we would 
be back in two or three hours, so we could stay with him before he would go 
into surgery, but he went into surgery that evening. And we found that really 
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difficult, because yeah, we did not have the opportunity to say goodbye.’ (Family 
member 13 and 14)
Five family members were invited to assist in care for the patient. The other family 
members were not aware of this possibility and they did not think of it, because 
their mind was occupied. They said they would have wanted to assist in caring 
for the patient or wanted to be present during care. Families appreciated see-
ing familiar nurses during the patients’ stay in the ICU. Nurses showed interest in 
families through inquiring after personal stories about the patient and by having 
conversations with family members. Almost half of the family members mentioned 
they did not expect any interest from nurses in their situation. They appreciated 
care provided by nurses, such as offering drinks and food, or a sleeping place. Nine 
family members received a condolence card after-wards from the ICU, a gesture 
they appreciated. Some family members were invited for a follow up meeting, two 
family members used this opportunity.
Preconditions
Most patients died in a single room in the ICU, which was appreciated by the 
family. Two family members mentioned that the nurses did everything possible to 
ensure that the patient died in a single room; even if this was not an official patient 
room. Also open visiting hours without a restriction on the number of family at the 
bedside was appreciated. Some family members reported that the ICU nurses did 
not ask for a hospital chaplain, even though they had wished for one. During the 
interviews they said they had so much on their mind at that time, which prevented 
them from thinking about it themselves. Most family members did not remember 
the possibility of a follow up meeting. They suggested, because of their emotions, 
they did not hear everything that was offered. They also mentioned discomfort in 
contacting the ICU themselves for a follow up meeting, instead of being contacted 
by the hospital.
‘We received a condolence card a few days later, so thoughtful. And if we wanted 
to schedule a follow up meeting, this was possible. That was also written in the 
card. And I was called for a follow up meeting twice, yes, we appreciated that.’ 
(Family member 15 and 16)
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discussion
In this study, the aim was to examine the experiences of families in nursing care dur-
ing EOL in ICU after a decision to withhold or withdraw life-sustaining treatment. 
Most family members appreciated the nursing EOLC the patient had received. 
Four themes of nursing EOLC were identified: communication, care for patients, 
care for family and preconditions.
The communication between family and nurses was considered good. ICU nurses 
were available at any time, and willing to answer their questions. Families appreci-
ated the nursing care for the ICU patient and his family; they noticed the respect 
the nurses showed to the patient and themselves. At last, family appreciated the 
single rooms for the patient. However, only a few family members were invited 
to assist in the care for the patient. Most family members were not aware of this 
possibility, but in the interviews they said they would have liked to assist. They also 
mentioned that the nurses did not ask for a hospital chaplain. 
The study of Lind et al. [13] explored how family of ICU patients experienced the 
nurses’ role and relationship with them in the EOL decision-making processes. Only 
a few family members mentioned that nurses participated in family meetings. The 
family felt responsible for obtaining information and understanding their role in 
the decision-making process, and that the nurses could have shown more involve-
ment in the process [13]. In our study, ICU nurses always attended family meetings, 
however, according to family, their role was limited. This seems reasonable due to 
the fact that in the Netherlands the physicians are responsible for the decision-
making process. ICU nurses are present during family meetings to support family 
if necessary, and to make notes so that they can inform the family afterwards in the 
same way with the same information. It is important to inform family in a similar, 
understandable way [17,18]. 
Even when the ICU nurses tried to inform the family as much as possible, family still 
felt fear to take responsibility in the decision of withdrawing treatment. Informa-
tion about the final responsibility for this decision, which is the physicians’, can 
therefore be considered very important. 
Lind et al. [13] also mentioned loneliness felt by families, caused by lacking ‘nor-
mal’ conversations with ICU nurses. In our study, family appreciated the care and 
support provided by ICU nurses. Conversations about the patient and the family 
themselves were appreciated; families did not mention experiencing loneliness. 
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This can be a result of adequate communication, as is suggested in the study of 
Lind et al. [13]. However, some family feared the decision-making process, which 
might increase a form of loneliness, even when family did not mention it. 
As Davidson et al. [11] describe, inadequate communication between ICU profes-
sionals and family, and not involving family in care, may cause a post-intensive 
care syndrome family (PICS). Inadequate communication was not mentioned by 
the family in our study, but not involving family in care was mentioned. Three family 
members mentioned that they did not know the patient was going to be sedated, 
which can be considered inadequate communication. Also, most family members 
wanted to be more involved in the (last) care for the patient, but they just did not 
think about it themselves during EOLC, and were not invited by the professionals. 
Therefore, the question emerges if the family do experience PICS nowadays. At 
the time of the interview, just a few weeks after death of the patient, they were 
sad about their loss, but no one mentioned being depressed or experiencing 
complicated grief. The time of the interview might be too early to determine this 
kind of consequences. 
Families appreciated the time they had for calling other family members and say-
ing for goodbye. Unlike dying in other settings, dying in the ICU usually takes a 
shorter period of time [19]. The support of ICU nurses should be adjusted to these 
specific circumstances by adequate communication, like informing family about 
the process and the severity of the situation. ICU nurses could discuss the pos-
sibility that the patient dies before all family members have had the opportunity to 
say goodbye. Alternatively, ICU nurses should ask for specific wishes and needs of 
the patient and family. ICU nurses should for example mention the possibility of a 
hospital chaplain and the possibility of assisting in the care for the patient, because 
family do not think about this during the dying process and have to be invited or 
asked for. 
Several studies recommend that the monitor is turned off during EOLC in the ICU 
[19-21]. Families in our study mostly appreciated turning the monitor off, but some 
wanted to follow the dying process on the monitor, as this had been their ‘guide’ 
during their visits to the patient. Knowing this, the recommendation for turning off 
the monitor has to be stated in such a way that turning off the monitor depends 
on the preferences of family, not of the ICU professional. Family mentioned their 
appreciation of private rooms. Family described avoiding family rooms if they were 
occupied with other visitors, because they were not feeling comfortable showing 
their emotions with strangers nearby.
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In previous studies family rooms in the ICU have been described as too small, 
overcrowded, and in specific situations difficult to share [14, 19, 22]. Families in 
our study appreciated the private patient room, if available, where they were able 
to talk with each other, and share their emotions, without feeling uncomfortable. 
Our study confirmed the results of Nelson et al. [23], who specify the care for the 
patient as responsive and sensitive to the patients’ needs. They also described 
care for the family, by allowing liberal, flexible visiting hours, valuing family input 
about patients’ needs and care, offering practical, emotional and spiritual support 
to family, and offering bereavement support [23]. 
In our study, family members appreciated open visiting hours. Family members 
also mentioned that visiting restrictions were no longer applied during EOLC, 
which they appreciated very much.
methodological considerations
The study was strengthened by interviews of family from four different hospitals, 
five to eight weeks after death of the patient. This probably brought the findings 
closer to reality than interviews performed longer after death of the patient, 
as seen in other studies. Our sample consisted of Dutch families. Because ICU 
nurses were responsible for asking the families’ permission to be approached by 
the researcher, it is possible that families who coped better with the death of the 
patient, consented to participation. Besides, not in all hospitals the follow up call 
was standard care. The sample was multi-centred, including all kinds of family and 
showed variation in experiences. This increased the trustworthiness of the study.
conclusion
In conclusion, families identified some perceived strengths and omissions of 
nursing EOLC in the ICU, based on experiences. Four themes were recognised: 
Communication between ICU nurses, ICU patients and family; Nursing care for ICU 
patients; Nursing care for family of ICU patients; Preconditions. Family appreci-
ated the provided nursing care during EOLC in the ICU, specifically with the given 
nursing care to the patient and themselves. Some topics need more attention, like 
adequate information, separate waiting rooms for family and support for family. 
Further studies are needed to describe ICU nurses’ perceptions in order to improve 
the quality of EOLC, and to combine these results with the experiences of family.
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absTracT
aim: The aim of this study was to gain insight in the literature about improvement 
of interdisciplinary communication during EOLC in the ICU. 
design: Integrative review.
method: Four electronic databases, PubMed, CINAHL, Embase and PsycINFO, 
and reference lists of included studies were searched for studies between January 
2002 and September 2015. Studies were included if they presented data about 
communication, EOLC, ICU, interdisciplinary team and adults. Quantitative and 
qualitative studies, and opinion articles were extracted. Inductive content analysis 
was carried out to analyse and categorise the data.
results: Twenty-nine studies met the inclusion criteria. Most studies are method-
ologically weak, but describe similar recommendations. Seven themes were identi-
fied; interdisciplinary decision-making, content of interdisciplinary team meetings, 
role of ICU professionals in interdisciplinary team meetings, frequency and time of 
communication, collaboration between ICU professionals, communication meth-
ods, and education. Twelve recommendations were described. 
conclusion: For improvement of communication in interdisciplinary team meet-
ings, the presence of all professionals is recommended. Every professional should 
have input, making sure that all perspectives of care are discussed. Besides, 
education in communication skills for ICU professionals is recommended. Further 
research should focus on identifying clear interventions and recommendations for 
improving communication in the ICU, and on identifying the reasons which cause 
the non-involvement of all professionals in interdisciplinary team meetings. 
Keywords: Intensive care, End-of-life care, interdisciplinary, integrative review, 
communication
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inTroducTion
In Europe, nearly 6 to 27% of all intensive care unit (ICU) patients die during their stay 
in an ICU. In the USA this number varies from 10% up to 29% [1,2]. Approximately 
90% of the deaths occur after withdrawal or withholding life-sustaining treatment 
[3]. Withholding treatment can be defined as a planned decision not to start a 
treatment that may otherwise be warranted, whereas withdrawal of treatment 
means the discontinuation of life-sustaining treatment [4-7]. Since the number of 
critically ill patients increases, the number of decisions to withdraw or withhold 
life-sustaining treatment is likely to increase as well [8]. 
The care before, during and after withholding or withdrawal of life-sustaining treat-
ment is called End-of-life care (EOLC). EOLC is complex care, which involves differ-
ent aspects of care, such as care for the patient, care for relatives, interdisciplinary 
collaboration and communication. 
The decision to withhold or withdraw a life-sustaining treatment is based on the 
medical status, the values and preferences of the ICU patient (for example previ-
ously expressed wishes, experienced impact of the current illness) and opinions of 
relatives; the latter are partly based on information gathered by ICU nurses [5-10]. 
Relatives tell nurses about their thoughts, experiences and anxieties about EOLC, 
since relatives and nurses spend a lot of time together at the bedside [4,5,8,11,12].
Together with the ICU nurses, other caregivers, like physicians, social workers, 
chaplains and the palliative care team, are important to gather information for 
decision-making and care for the patient and relatives [13]. 
Therefore, good and adequate interdisciplinary communication is required for 
an optimal decision-making process. However, several studies suggest that the 
current quality of interdisciplinary communication is often poor which can lead to 
difficulties during EOLC [4,8,14-16]. For example, sometimes ICU nurses and other 
ICU professionals experience little involvement during decision-making [4,5,8,17-
19]. According to them, physicians frequently do not take their observations and 
opinions sufficiently into account, with the effect that not all perspectives of the 
patients’ status are taken into consideration before the actual decision is made. 
This can even lead to conflicts between professionals, and may decrease the qual-
ity of EOLC or it evokes moral distress among professionals, or causes anxiety, 
depression and posttraumatic stress disorder in relatives of the patient [8,17,18,20-
22]. Hartog et al. [23] showed that adequate communication was a predictor for 
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less anxiety in relatives of deceased ICU patients. The study of Hamric & Blackhall 
[24] described that ICU nurses and physicians experience collaboration differently 
when they reflect the same situation. In this review, communication is defined as 
‘the exchange or transmission of ideas, attitudes, or beliefs between individuals 
or groups’ [25]. Interdisciplinary communication is communication between differ-
ent professionals involved in the patients’ care. Due to the risk of decrease of the 
quality of EOLC, and the possible consequences for ICU professionals, patient and 
relatives, it seems essential to establish adequate interdisciplinary communication. 
Therefore, the aim of our study was to gain insight in the literature about improve-
ment of interdisciplinary communication during EOLC in the ICU. The research 
question was: ‘What recommendations can be made to improve interdisciplinary 
communication during EOLC in the ICU?’
Suggestions for improvement of EOLC in the ICU, regarding the communication 
involving ICU patients and relatives, fall outside the scope of this review.
METHOD
An integrative review was performed. Integrative review is a specific review method 
used in nursing science, which allows the assessment of diverse methodologies 
[26]. Whittemore et al. [26] describe different stages of this review; problem iden-
tification (objective of the study), literature search, data evaluation, data analysis 
and presentation (results).
search strategy
The literature search is the second stage of an integrative review [26]. PubMed 
(including MEDLINE), CINAHL, Embase and PsycINFO were searched in Septem-
ber 2015. The search terms ‘intensive care units’, ‘End-of-life’, ‘communication’ 
and ‘interdisciplinary’ (and related terms) were combined with MeSH terms and 
free text (see Table 1). Furthermore, reference lists were handsearched for relevant 
articles. Studies were restricted by year of publication (≥2002). 
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inclusion criteria
Studies evaluating any type of recommendations that explicitly aim to improve in-
terdisciplinary communication about EOLC in the ICU published in peer-reviewed 
journals were included. All types of quantitative and qualitative studies, and opin-
ion articles that describe communication between ICU professionals around EOLC 
in the ICU were included. 
The study population is focused on ICU professionals in an adult ICU, because the 
paediatric and neonatal ICU’s differ too much from the adult ICUs. The final inclu-
sion criterion was that studies were published in English, German or Dutch. The 
search was restricted to articles published as ‘full paper’. Conference abstracts, 
editorials, personal communications, or unpublished studies were excluded (see 
Table 2).
Table 1. Search strategy.
search strategy results
PubMed 
(“Critical care” [Mesh] OR “intensive care units” [Mesh] OR critical care [tiab] OR intensive care[tiab] OR 
ICU[tiab]) AND (end of life[tiab] OR “palliative care” [Mesh] OR “terminal care” [Mesh] OR “withholding 
treatment” [Mesh] OR “palliative care” [tiab] OR “terminal care” [tiab] OR “withholding treatment” 
[tiab] OR withdrawing treatment[tiab] OR treatment cessation[tiab]) AND (“communication” [Mesh] OR 
“interdisciplinary communication” [Mesh] OR “communication” [tiab] OR “interdisciplinary communication” 
[tiab] OR multidisciplinary communication[tiab])
Adult: +19, English, German, Dutch, from 2002
170
CINAHL 
(MH “Critical Care+” OR MH “Intensive Care Units+” OR TI ( critical care OR intensive care OR ICU ) OR 
AB ( critical care OR intensive care OR ICU ))  AND (end of life OR palliative care OR terminal care OR 
withholding treatment OR palliative care OR terminal care  OR withholding treatment  OR withdrawing 
treatment OR treatment cessation) AND (communication OR interdisciplinary communication OR 
communication  OR interdisciplinary communication OR multidisciplinary communication)
All adults, English, German, Dutch, 2002 till present
125
Embase 
(exp intensive care/ OR intensive care unit/ OR critical care .ti,ab. OR intensive care.ti,ab. OR ICU.ti,ab.) 
AND (end of life.ti,ab. OR palliative care.mp OR terminal care.mp OR withholding treatment.mp OR 
palliative care.ti,ab. OR terminal care.ti,ab. OR withholding treatment.ti,ab. OR withdrawing treatment.
ti,ab. OR treatment cessation.ti,ab.) AND (communication.mp OR interdisciplinary communication.mp OR 
communication.ti,ab. OR interdisciplinary communication.ti,ab. OR multidisciplinary communication.ti,ab.)
Adults, English, German, Dutch, 2002 till present
210
 PsycINFO
(intensive care units OR critical care OR intensive care OR ICU) AND (end of life OR palliative care 
OR terminal care OR withholding treatment OR withdrawing treatment OR treatment cessation) AND 
(communication OR interdisciplinary communication OR multidisciplinary communication)
Adults <18+, English, German, Dutch, 2002 till 2015
72
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study selection
All articles were screened for title and abstract by two independent reviewers (MN, 
BD) and were included if the title or abstract described 1) EOLC in the adult ICU 
and 2) interdisciplinary communication. After the initial selection, remaining articles 
were screened full text by two reviewers (MN, BD), and were included if (a) EOLC 
in an adult ICU, (b) interdisciplinary communication (including decision-making), 
and (c) recommendations were described. In case of differences of opinions, a third 
researcher (JS) was consulted and agreement was reached in all cases. 
data analysis and quality assessment
Data analysis and quality assessment are the third and fourth stage of integrative 
review [26]. From each article, recommendations for interdisciplinary communica-
tion were extracted. To assess reliability, all data were independently extracted by 
two reviewers (MN, BD) and assessed for methodological quality of all included 
studies. In case of disagreement, a third researcher (JS) was involved. 
Each type of research design has different criteria to assess the quality. Evaluating 
quality of primary sources in an integrative review, where diverse primary sources 
are included, increases the complexity of the review [26]. 
Whittemore et al. [26] describe that quality instruments could be developed for 
each type of source, and scores could be used as criteria for inclusion/ exclusion or 
as a variable in the data analysis stage. 
In this integrative review, methodological quality of the quantitative articles was 
assessed using standardised evaluation forms of the Dutch Institute of Healthcare 
Improvement CBO [27]; for the classification of methodological quality of qualita-
tive studies the evaluation forms of the Critical Appraisal Skills Programme (CASP) 
Table 2. Inclusion and exclusion criteria applied to the literature search.
inclusion criteria exclusion criteria
Interdisciplinary
Communication
End-of-life care
Recommendation
Professionals working in an adult ICU
Studies published in English, German or Dutch
Published as ‘full paper’ 
All methodologies 
Published ≥2002
Conference abstracts, editorials, personal communications or 
unpublished studies
Studies about communication between professionals and relatives
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were used [28]. All assessment forms address the appropriateness of the research 
method in relation to the objectives, data collection and analysis. 
The studies are divided based on their methodological design into quantitative 
studies, qualitative studies, reviews and opinion articles. Reviews are subdivided 
into literature reviews and narrative reviews. In literature reviews the literature 
search and other details on the method are described. In narrative reviews, dif-
ferent studies are used, however, details of the method are not described. In an 
opinion article the author(s) describe(s) his/their opinion/ perspective. 
Following this assessment, the studies were classified by level of methodological 
quality. The classification of methodological quality of quantitative studies com-
prised level A1 till D. A randomised double-blind clinical trial of good quality and 
adequate sample size received level A1, while comparative studies not containing 
all characteristics of A2 (including cohort studies or case-control studies) were clas-
sified as level B. Level C consists of observational and descriptive studies, where 
level D are opinion articles. For the classification of methodological quality of 
qualitative studies level ++ till – were applied. A plausible meta-synthesis received 
++, a plausible study received +, a study with limited plausibility received +/- and 
a study with little plausibility received – [28].
Studies with assessment scores from A1, A2 or ++ were qualified as high-quality 
studies; those with scores between B or + to C or +/- were considered medium-
quality studies; and those with scores equal to D or - were classified as low-quality 
studies. 
Recommendations proved in two or more high-quality studies qualified as strong 
evidence. Recommendations proved in one high-quality study and one medium-
quality study, or in one high-quality study, or in two or more medium-quality studies 
were graded as medium evidence. Recommendations in one medium-quality study 
or less were graded as weak evidence.
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resulTs
study selection
A total of 577 studies were identified. Following de-duplication, 47 were removed. 
A handsearch of the reference lists of included studies identified another three 
studies meeting the inclusion criteria. At the end of the process, 29 studies were 
included in this review (see Figure 1). Exclusion was primarily based on studies 
about neonatal or paediatric ICUs and DNR orders requests. 
study characteristics 
Study characteristics included study reference (including country and year), study 
quality score, study design, target population, sample size, intervention, and 
recommendations. The reported data were collected in the following countries: 
United States of America (USA) (n=18), France (n=2), the Netherlands (n=2), Ger-
many (n=2) and one each from Denmark, Norway, Canada, Sweden and the United 
Kingdom (UK). The included studies were two before-after-studies, one used the 
Delphi-method, three surveys, one prospective study, one psychometric testing 
study, four qualitative studies, five descriptive studies, nine narrative reviews and 
figure 1. Flowchart integrative review.
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. 
In
 th
e 
do
m
ai
n 
‘c
om
m
un
ic
at
io
n’
, t
he
 a
ut
ho
rs
 re
co
m
m
en
d 
in
te
rd
is
ci
pl
in
ar
y 
te
am
 m
ee
tin
gs
 fo
r d
is
cu
ss
in
g 
th
e 
pa
tie
nt
’s 
co
nd
iti
on
, c
la
rif
yi
ng
 g
oa
ls
 o
f t
re
at
m
en
t, 
an
d 
id
en
tif
yi
ng
 
th
e 
pa
tie
nt
s’
 a
nd
 re
la
tiv
es
’ n
ee
ds
 a
nd
 w
an
ts
, a
nd
 th
ey
 
re
co
m
m
en
de
d 
ad
dr
es
si
ng
 c
on
fli
ct
s 
am
on
g 
pr
of
es
si
on
al
s 
be
fo
re
 
m
ee
tin
g 
w
ith
 th
e 
pa
tie
nt
 a
nd
/o
r r
el
at
iv
es
.
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Ta
b
le
 3
. C
ha
ra
ct
er
is
tic
s 
o
f t
he
 re
vi
ew
ed
 s
tu
d
ie
s.
 (c
o
nt
in
ue
d
)
A
ut
ho
r(s
), 
co
un
tr
y
Q
ua
lit
y 
(le
ve
l)
D
es
ig
n/
 
m
et
ho
d
A
im
st
ud
y 
po
pu
la
tio
n
In
te
rv
en
tio
n
Re
co
m
m
en
da
tio
ns
 in
te
rd
is
ci
pl
in
ar
y 
co
m
m
un
ic
at
io
n
C
ru
m
p 
et
 a
l. 
[4
6]
US
A
C
Su
rv
ey
To
 id
en
tif
y 
pe
rc
ei
ve
d 
ob
st
ac
le
s, 
su
pp
or
ts
, a
nd
 
kn
ow
le
dg
e 
ne
ed
ed
 to
 
pr
ov
id
e 
qu
al
ity
 E
O
LC
.
IC
U 
nu
rs
es
 
(n
=5
6 
(3
1%
))
N
.a
.
Th
e 
au
th
or
s s
ug
ge
st
 to
 h
av
e 
on
e 
re
la
tiv
e 
w
ho
 w
ill
 se
rv
e 
as
 th
e 
co
nt
ac
t p
er
so
n 
fo
r t
he
 re
la
tiv
es
 re
ga
rd
in
g 
pa
tie
nt
 in
fo
rm
at
io
n;
 
an
d 
to
 p
ro
vi
de
 e
du
ca
tio
n 
th
ro
ug
h 
En
d-
of
-L
ife
 N
ur
sin
g 
Ed
uc
at
io
n 
C
on
so
rti
um
 m
od
ul
es
 fo
r a
ll 
IC
U 
nu
rs
es
. N
ex
t t
o 
th
at
, t
he
y 
su
gg
es
t 
to
 o
rg
an
is
e 
m
ee
tin
gs
 fr
eq
ue
nt
ly
 to
 d
is
cu
ss
 c
on
ce
rn
s 
ab
ou
t 
di
ag
no
se
s,
 p
ro
gn
os
es
, a
nd
 p
la
n 
of
 c
ar
e,
 to
 d
is
cu
ss
 q
ua
lit
y-
of
-
lif
e 
is
su
es
 a
nd
 v
al
ue
s,
 to
 re
vi
ew
 a
dv
an
ce
 d
ire
ct
iv
e,
 to
 in
vo
lv
e 
sp
iri
tu
al
 c
ar
e 
as
 d
es
ire
d,
 to
 p
la
n 
fo
r f
ol
lo
w
-u
p 
ne
ed
s,
 to
 
es
ta
bl
is
h 
ex
pe
ct
at
io
n 
of
 re
sp
ec
t f
or
 n
ur
si
ng
 in
pu
t.
H
al
es
 &
 
H
aw
ry
lu
ck
 [5
6]
US
A
D
D
es
cr
ip
tiv
e 
st
ud
y
To
 e
va
lu
at
e 
th
e 
ef
fe
ct
iv
en
es
s o
f a
n 
in
te
ra
ct
iv
e 
ed
uc
at
io
na
l 
w
or
ks
ho
p 
us
in
g 
st
an
da
rd
ise
d 
re
la
tiv
es
 a
nd
 
co
lle
ag
ue
s i
n 
im
pr
ov
in
g 
co
m
pl
ex
 c
om
m
un
ic
at
io
n 
sk
ill
s, 
et
hi
ca
l a
nd
 le
ga
l 
kn
ow
le
dg
e,
 a
nd
 c
om
fo
rt 
le
ve
ls 
of
 in
te
rd
isc
ip
lin
ar
y 
cr
iti
ca
l c
ar
e 
pr
ac
tit
io
ne
rs
.
IC
U 
pr
of
es
sio
na
ls 
(n
=3
6 
pa
rti
ci
pa
nt
s 
in
 w
or
ks
ho
ps
, 
n=
18
 
co
m
pl
et
in
g 
th
e 
pr
e-
 a
nd
 
po
st
w
or
ks
ho
p 
ev
al
ua
tio
n)
A 
on
e-
da
y 
in
te
ra
ct
iv
e 
w
or
ks
ho
p 
w
ith
 st
an
da
rd
ise
d 
re
la
tiv
es
 a
nd
 st
an
da
rd
ise
d 
pr
of
es
sio
na
ls 
fro
m
 th
e 
St
an
da
rd
ise
d 
Pa
tie
nt
 P
ro
gr
am
 
(S
PP
). 
Tr
ai
ni
ng
 in
vo
lv
ed
 
a 
de
ta
ile
d 
re
vi
ew
 o
f t
he
 
sc
en
ar
io
 a
nd
 b
ac
kg
ro
un
d 
of
 th
e 
ch
ar
ac
te
rs
, a
s w
el
l 
as
 a
 d
isc
us
sio
n 
of
 c
om
m
on
 
re
la
tiv
es
 a
nd
 p
ro
fe
ss
io
na
ls 
qu
es
tio
ns
 a
nd
 re
sp
on
se
s. 
Pa
rti
ci
pa
nt
s w
er
e 
as
sig
ne
d 
to
 p
ra
ct
ic
e 
gr
ou
ps
 o
f t
hr
ee
 
to
 si
x 
m
em
be
rs
 o
f v
ar
yi
ng
 
di
sc
ip
lin
es
. P
ar
tic
ip
an
ts
 w
er
e 
in
vi
te
d 
to
 c
om
pl
et
e 
pr
e-
 a
nd
 
po
st
w
or
ks
ho
p 
ev
al
ua
tio
ns
, o
n 
th
e 
da
y 
of
 th
e 
w
or
ks
ho
p.
St
at
ist
ic
al
ly
 si
gn
ifi
ca
nt
 im
pr
ov
em
en
t w
as
 se
en
 in
 a
ll 
co
m
fo
rt 
le
ve
ls,
 
ex
ce
pt
 th
e 
cu
ltu
ra
l d
iff
er
en
ce
s. 
Pr
of
es
sio
na
ls 
fe
lt 
be
tte
r e
qu
ip
pe
d 
to
 m
an
ag
e 
co
nfl
ic
ts
 (2
 to
 4
, p
=0
.0
34
). 
82
.4
%
 ra
te
d 
th
e 
w
or
ks
ho
p 
“e
xc
el
le
nt
” 
fo
r i
m
pr
ov
in
g 
co
m
m
un
ic
at
io
n 
sk
ill
s 
an
d 
co
m
fo
rt
 
le
ve
ls
 w
ith
 e
th
ic
al
 a
nd
 le
ga
l d
ile
m
m
as
. P
ee
r d
is
cu
ss
io
ns
 w
er
e 
hi
gh
ly
 v
al
ue
d 
in
 m
ee
tin
g 
ed
uc
at
io
na
l o
bj
ec
tiv
es
 (9
5.
2%
 g
oo
d 
or
 e
xc
el
le
nt
), 
an
d 
95
.2
%
 ra
te
d 
ac
hi
ev
em
en
t o
f p
er
so
na
l l
ea
rn
in
g 
ob
je
ct
iv
es
 g
oo
d 
or
 e
xc
el
le
nt
. 
Th
e 
au
th
or
s c
on
cl
ud
e 
th
at
 a
n 
in
te
ra
ct
iv
e 
w
or
ks
ho
p 
ca
n 
be
 a
 
va
lu
ab
le
 e
du
ca
tio
na
l i
nt
er
ve
nt
io
n 
fo
r b
ui
ld
in
g 
ca
pa
ci
ty
 a
nd
 
co
nfi
de
nc
e 
in
 c
om
m
un
ic
at
io
n 
sk
ill
s 
fo
r h
ea
lth
 c
ar
e 
pr
ov
id
er
s.
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Ta
b
le
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. C
ha
ra
ct
er
is
tic
s 
o
f t
he
 re
vi
ew
ed
 s
tu
d
ie
s.
 (c
o
nt
in
ue
d
)
A
ut
ho
r(s
), 
co
un
tr
y
Q
ua
lit
y 
(le
ve
l)
D
es
ig
n/
 
m
et
ho
d
A
im
st
ud
y 
po
pu
la
tio
n
In
te
rv
en
tio
n
Re
co
m
m
en
da
tio
ns
 in
te
rd
is
ci
pl
in
ar
y 
co
m
m
un
ic
at
io
n
Je
ns
en
 e
t a
l. 
[3
0]
D
en
m
ar
k
C
Su
rv
ey
To
 d
et
er
m
in
e 
th
e 
vi
ew
s o
f I
C
U 
nu
rs
es
, 
in
te
ns
iv
ist
s, 
an
d 
ph
ys
ic
ia
ns
 re
ga
rd
in
g 
co
lla
bo
ra
tio
n 
an
d 
ot
he
r 
as
pe
ct
s o
f w
ith
ho
ld
in
g 
an
d 
w
ith
dr
aw
in
g 
th
er
ap
y 
in
 th
e 
IC
U.
IC
U 
nu
rs
es
 (n
=4
92
 
(8
4%
)),
 in
te
ns
iv
ist
s 
(n
=1
35
 (8
6%
)),
 
ph
ys
ic
ia
ns
 
(n
=1
46
 (7
7%
)) 
of
 7
 h
os
pi
ta
ls 
in
 
D
en
m
ar
k
N
.a
.
M
or
e 
th
an
 8
0%
 o
f a
ll 
pr
of
es
sio
na
ls 
sc
or
e 
co
lla
bo
ra
tio
n 
as
 
sa
tis
fa
ct
or
y, 
bu
t o
nl
y 
27
%
 o
f t
he
 n
ur
se
s f
ou
nd
 c
ol
la
bo
ra
tio
n 
ve
ry
 o
r e
xt
re
m
el
y 
sa
tis
fa
ct
or
y 
ve
rs
us
 3
6%
 o
f t
he
 in
te
ns
iv
ist
s a
nd
 
36
%
 o
f t
he
 p
hy
sic
ia
ns
. R
ea
so
ns
 fo
r s
co
rin
g 
lo
w
er
 o
n 
sa
tis
fa
ct
io
n 
ar
e 
th
e 
di
ffe
re
nt
 o
pi
ni
on
s b
et
w
ee
n 
pr
of
es
sio
na
ls 
an
d 
la
ck
 o
f 
in
te
rd
isc
ip
lin
ar
y 
m
ee
tin
gs
. B
es
id
es
, n
ur
se
s t
ho
ug
ht
 th
at
 th
ey
 
sh
ou
ld
 b
e 
in
vo
lv
ed
 in
 th
e 
de
ci
sio
n 
m
ak
in
g 
pr
oc
es
s, 
bu
t l
es
s 
th
an
 h
al
f o
f t
he
m
 th
ou
gh
t t
ha
t t
he
y 
w
er
e 
al
w
ay
s o
r v
er
y 
of
te
n 
in
vo
lv
ed
. H
al
f o
f t
he
 in
te
ns
iv
ist
s f
ou
nd
 th
at
 n
ur
se
s s
ho
ul
d 
be
 
in
vo
lv
ed
. 
Th
e 
au
th
or
s r
ec
om
m
en
d 
to
 h
av
e 
in
te
rd
is
ci
pl
in
ar
y 
m
ee
tin
gs
, 
w
ith
 p
ar
tic
ip
at
io
n 
of
 n
ur
se
s.
Kr
im
sh
te
in
 e
t 
al
. [
52
]
US
A
C
Be
fo
re
-a
fte
r 
st
ud
y
To
 d
ev
el
op
 a
nd
 
ev
al
ua
te
 a
 p
ro
gr
am
 
to
 tr
ai
n 
IC
U 
nu
rs
es
 to
 
pa
rti
ci
pa
te
 w
ith
 o
th
er
 
pr
of
es
sio
na
ls 
of
 th
e 
in
te
rd
isc
ip
lin
ar
y 
te
am
 in
 
fa
m
ily
 m
ee
tin
gs
.
IC
U 
nu
rs
es
 (n
=9
9)
Th
e 
tra
in
in
g 
w
as
 g
iv
en
 in
 a
 6
-h
ou
r 
se
ss
io
n,
 g
ro
up
s c
on
sis
te
d 
of
 te
n 
IC
U 
nu
rs
es
. A
ll 
se
ss
io
ns
 w
er
e 
fa
ci
lit
at
ed
 b
y 
th
e 
sa
m
e 
fa
cu
lty
 
m
em
be
rs
. D
id
ac
tic
 m
at
er
ia
ls 
w
er
e 
th
re
e 
br
ie
f p
re
se
nt
at
io
ns
 
ad
dr
es
sin
g:
1)
 ro
le
s a
nd
 re
sp
on
sib
ili
tie
s o
f 
th
e 
IC
U 
nu
rs
e 
in
 c
om
m
un
ic
at
io
n 
w
ith
 p
at
ie
nt
s a
nd
 re
la
tiv
es
  2
) 
st
ra
te
gi
es
 fo
r r
ec
og
ni
sin
g 
an
d 
de
al
in
g 
w
ith
 st
ro
ng
 e
m
ot
io
ns
 
ex
pe
rie
nc
ed
 b
y 
re
la
tiv
es
 a
nd
 
he
al
th
 c
ar
e 
pr
of
es
sio
na
ls 
an
d 
3)
 c
au
se
s o
f a
nd
 a
pp
ro
ac
he
s t
o 
co
nfl
ic
ts
 a
ris
in
g 
be
tw
ee
n 
re
la
tiv
es
 
an
d 
pr
of
es
sio
na
ls 
an
d 
w
ith
in
 th
e 
he
al
th
 c
ar
e 
te
am
.
C
om
m
un
ic
at
in
g 
th
e 
fa
m
ily
’s 
co
m
m
un
ic
at
io
n 
ne
ed
s t
o 
th
e 
IC
U 
ph
ys
ic
ia
n 
(p
re
 4
2,
 p
os
t 5
8,
 p
=0
.0
00
4)
C
om
m
un
ic
at
in
g 
th
e 
re
la
tiv
es
 c
om
m
un
ic
at
io
n 
ne
ed
s t
o 
th
e 
pr
im
ar
y 
(n
on
-IC
U)
 p
hy
sic
ia
n 
(p
re
 3
2,
 p
os
t 4
7,
 p
=0
.0
00
5)
Be
in
g 
an
 a
ct
iv
e,
 c
on
tri
bu
tin
g 
pa
rti
ci
pa
nt
 o
f a
n 
in
te
rd
isc
ip
lin
ar
y 
m
ee
tin
g 
w
ith
 re
la
tiv
es
 (p
re
 3
4,
 p
os
t 5
7,
 p
<0
.0
00
1)
Po
st
-p
ro
gr
am
 re
sp
on
se
s 
do
cu
m
en
te
d 
si
gn
ifi
ca
nt
 
im
pr
ov
em
en
t i
n 
se
lf-
ev
al
ua
te
d 
sk
ill
s.
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b
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ha
ra
ct
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tic
s 
o
f t
he
 re
vi
ew
ed
 s
tu
d
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 (c
o
nt
in
ue
d
)
A
ut
ho
r(s
), 
co
un
tr
y
Q
ua
lit
y 
(le
ve
l)
D
es
ig
n/
 
m
et
ho
d
A
im
st
ud
y 
po
pu
la
tio
n
In
te
rv
en
tio
n
Re
co
m
m
en
da
tio
ns
 in
te
rd
is
ci
pl
in
ar
y 
co
m
m
un
ic
at
io
n
M
os
en
th
al
 &
 
M
ur
ph
y 
[3
2]
US
A
D
D
es
cr
ip
tiv
e 
st
ud
y
To
 d
es
cr
ib
e 
a 
ne
w
 
in
te
rv
en
tio
n 
‘th
e 
In
te
rd
isc
ip
lin
ar
y 
m
od
el
 
fo
r p
al
lia
tiv
e 
ca
re
 in
 th
e 
tra
um
a 
an
d 
su
rg
ic
al
 
IC
U.
N
.a
.
N
.a
.
Th
e 
m
od
el
 a
dd
re
ss
es
 c
om
m
un
ic
at
io
n,
 
sh
ar
ed
 d
ec
isi
on
 m
ak
in
g,
 a
nd
 p
ai
n 
an
d 
sy
m
pt
om
 m
an
ag
em
en
t i
n 
th
e 
IC
U.
 T
he
 m
od
el
 
co
ns
ist
s o
f d
iff
er
en
t i
nt
er
ve
nt
io
ns
, i
nc
lu
di
ng
 
in
te
rd
is
ci
pl
in
ar
y 
pa
lli
at
iv
e 
ca
re
 a
ss
es
sm
en
t 
w
ith
in
 2
4 
ho
ur
s 
of
 a
dm
is
si
on
, f
am
ily
 m
ee
tin
g 
w
ith
 p
hy
si
ci
an
 a
nd
 n
ur
se
 w
ith
in
 7
2 
ho
ur
s 
of
 a
dm
is
si
on
 to
 th
e 
IC
U
, i
nt
er
di
sc
ip
lin
ar
y 
pa
lli
at
iv
e 
ca
re
 p
la
n 
w
ith
in
 7
2 
ho
ur
s 
of
 
ad
m
is
si
on
 to
 th
e 
IC
U
, a
nd
 E
O
LC
 w
ith
in
 7
2 
ho
ur
s 
of
 a
dm
is
si
on
 to
 th
e 
IC
U
.
Q
ue
no
t e
t 
al
. [
7]
Fr
an
ce
C
Be
fo
re
-a
fte
r 
st
ud
y
To
 in
ve
st
ig
at
e 
w
he
th
er
 a
n 
in
te
ns
iv
e 
co
m
m
un
ic
at
io
n 
st
ra
te
gy
 
w
ou
ld
 in
flu
en
ce
 
pr
ac
tic
es
 in
 te
rm
s 
of
 w
ith
ho
ld
in
g 
an
d 
w
ith
dr
aw
in
g 
tre
at
m
en
t, 
an
d 
ou
tc
om
e 
of
 IC
U 
pa
tie
nt
s.
M
ed
ic
al
 re
co
rd
s 
of
 a
ll 
de
ce
as
ed
 
IC
U 
pa
tie
nt
s 
(p
re
 n
=6
78
, p
os
t 
n=
82
3)
Be
tw
ee
n 
th
e 
st
ud
y 
pe
rio
ds
, a
n 
in
te
ns
iv
e 
st
ra
te
gy
 
fo
r c
om
m
un
ic
at
io
n 
w
as
 im
pl
em
en
te
d.
 
Th
e 
st
ra
te
gy
 in
cl
ud
ed
 in
tro
du
ci
ng
 u
nr
es
tri
ct
ed
 
vi
sit
in
g 
ho
ur
s, 
in
cr
ea
sin
g 
av
ai
la
bi
lit
y 
of
 th
e 
he
al
th
 
ca
re
 te
am
 to
 d
isc
us
s c
lin
ic
al
 e
vo
lu
tio
n 
an
d 
th
er
ap
eu
tic
 e
ng
ag
em
en
t, 
as
sig
ni
ng
 a
 m
ee
tin
g 
ro
om
 sp
ec
ifi
ca
lly
 re
se
rv
ed
 fo
r f
am
ily
 m
ee
tin
gs
, 
de
fin
in
g 
fix
ed
 a
pp
oi
nt
m
en
ts
 fo
r f
am
ily
 m
ee
tin
gs
, 
im
pl
em
en
tin
g 
co
nt
in
ui
ng
 e
du
ca
tio
n 
in
 E
O
L 
et
hi
cs
. A
lso
 a
 d
ai
ly
 in
te
rd
isc
ip
lin
ar
y 
m
ee
tin
g 
w
as
 
im
pl
em
en
te
d 
an
d 
a 
m
ee
tin
g 
w
ith
 th
e 
pa
tie
nt
 
an
d/
or
 re
la
tiv
es
 to
 d
ec
id
e 
ab
ou
t t
he
 tr
ea
tm
en
t 
(a
cc
or
di
ng
 to
 d
ia
gn
os
is,
 p
ro
gn
os
is,
 c
om
or
bi
di
tie
s, 
pr
ev
io
us
 q
ua
lit
y 
of
 li
fe
, l
ife
 e
xp
ec
ta
nc
y, 
pa
tie
nt
’s 
w
ish
es
 a
s e
xp
re
ss
ed
), 
de
fin
e 
m
od
al
iti
es
 fo
r 
w
ith
ho
ld
in
g 
or
 w
ith
dr
aw
in
g 
tre
at
m
en
t, 
di
sc
us
s p
ai
n 
an
d 
sy
m
pt
om
 m
an
ag
em
en
t, 
cr
ea
te
 a
 sp
ec
ia
l e
th
ic
s 
se
ct
io
n 
in
 e
ve
ry
 p
at
ie
nt
’s 
m
ed
ic
al
 re
co
rd
, a
nd
 
or
ga
ni
se
 d
eb
rie
fin
g 
fo
r p
ro
fe
ss
io
na
ls 
to
 d
isc
us
s 
em
ot
io
na
lly
 st
re
ss
fu
l c
as
es
.
Th
e 
nu
m
be
r o
f p
at
ie
nt
s w
ho
 d
ie
d 
su
bs
eq
ue
nt
 
to
 a
 d
ec
isi
on
 to
 w
ith
ho
ld
 tr
ea
tm
en
t i
nc
re
as
ed
 
(p
er
io
d 
1:
 4
5%
 v
er
su
s p
er
io
d 
2:
 8
5%
,p
=0
.0
1)
. 
Th
e 
m
ed
ia
n 
tim
e 
de
la
y 
be
tw
ee
n 
IC
U 
ad
m
iss
io
n 
an
d 
in
iti
at
io
n 
of
 d
ec
isi
on
-m
ak
in
g 
pr
oc
es
s w
as
 
sh
or
te
ne
d 
(p
er
io
d 
1:
 6
–7
 d
ay
s v
er
su
s p
er
io
d 
2:
 
3–
5 
da
ys
, p
=0
.0
5)
. 
Th
e 
m
ed
ia
n 
tim
e 
fro
m
 a
dm
iss
io
n 
to
 a
ct
ua
l E
O
L 
de
ci
sio
n 
w
as
 sh
or
te
ne
d 
(p
er
io
d 
1:
 1
1–
13
 d
ay
s 
ve
rs
us
 p
er
io
d 
2:
 4
–6
, p
=0
.0
5)
. A
nd
 th
e 
m
ed
ia
n 
tim
e 
fro
m
 a
dm
iss
io
n 
to
 d
ea
th
 in
 th
e 
IC
U 
w
as
 
sh
or
te
ne
d 
(p
er
io
d 
1:
 1
3–
15
 d
ay
s v
er
su
s p
er
io
d 
2:
7–
8 
da
ys
, p
=0
.0
5)
.
Th
e 
au
th
or
s c
on
cl
ud
e 
th
at
 th
e 
in
te
ns
iv
e 
co
m
m
un
ic
at
io
n 
st
ra
te
gy
 h
as
 a
 p
os
iti
ve
 
in
flu
en
ce
 o
n 
sp
ec
ifi
c 
ou
tc
om
es
 o
f E
O
LC
 in
 
th
e 
IC
U
.
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Ta
b
le
 3
. C
ha
ra
ct
er
is
tic
s 
o
f t
he
 re
vi
ew
ed
 s
tu
d
ie
s.
 (c
o
nt
in
ue
d
)
A
ut
ho
r(s
), 
co
un
tr
y
Q
ua
lit
y 
(le
ve
l)
D
es
ig
n/
 
m
et
ho
d
A
im
st
ud
y 
po
pu
la
tio
n
In
te
rv
en
tio
n
Re
co
m
m
en
da
tio
ns
 in
te
rd
is
ci
pl
in
ar
y 
co
m
m
un
ic
at
io
n
Ra
y 
et
 a
l. 
[3
3]
US
A
D
D
es
cr
ip
tiv
e 
st
ud
y
To
 d
es
cr
ib
e 
th
e 
ra
tio
na
le
 
an
d 
im
pl
em
en
ta
tio
n 
of
 e
du
ca
tio
na
l, 
en
vi
ro
nm
en
ta
l, 
cl
in
ic
al
, 
an
d 
co
m
m
un
ic
at
io
n 
in
te
rv
en
tio
ns
 d
es
ig
ne
d 
to
 m
ax
im
ise
 in
di
ca
to
rs
 o
f 
im
pr
ov
ed
 p
al
lia
tiv
e 
ca
re
 in
 
th
e 
IC
U.
N
.a
.
N
ew
 p
al
lia
tiv
e 
or
de
r s
et
s a
nd
 
pr
ac
tic
e 
gu
id
el
in
es
 w
er
e 
in
tro
du
ce
d.
 
C
om
m
un
ic
at
io
n 
w
ith
 re
la
tiv
es
 w
as
 
en
ha
nc
ed
 b
y 
th
e 
us
e 
of
 a
m
ba
ss
ad
or
s, 
co
m
pr
eh
en
siv
e 
ca
re
 p
la
nn
in
g 
an
d 
sh
ar
in
g 
th
e 
de
ci
sio
n 
m
ak
in
g 
w
ith
 th
e 
re
la
tiv
es
 
w
ith
in
 2
4–
48
 h
ou
rs
 o
f a
dm
iss
io
n,
 a
nd
 
on
go
in
g 
m
ee
tin
gs
 tr
ig
ge
re
d 
by
 c
ar
e 
pl
an
 
ch
an
ge
s.
Al
l c
lin
ic
al
 st
af
f e
xp
re
ss
ed
 c
on
fid
en
ce
 in
 c
lin
ic
al
 p
al
lia
tiv
e 
pr
oc
es
se
s, 
bu
t n
ot
 in
 c
om
m
un
ic
at
io
n 
an
d 
ps
yc
ho
-s
pi
rit
ua
l 
iss
ue
s s
ha
re
d 
w
ith
 p
at
ie
nt
/re
la
tiv
es
. 
Th
is
 p
ro
ce
ss
 a
nd
 e
du
ca
tio
n 
in
te
rv
en
tio
ns
 c
ha
ng
ed
 th
e 
da
ily
 n
at
ur
e 
of
 d
is
co
ur
se
 in
 th
e 
IC
U
 a
m
on
g 
pr
of
es
si
on
al
s 
an
d 
be
tw
ee
n 
pr
of
es
si
on
al
s,
 p
at
ie
nt
s,
 a
nd
 re
la
tiv
es
. I
t i
s 
un
cl
ea
r h
ow
 th
e 
re
se
ar
ch
er
s m
ea
su
re
d 
th
is.
Ro
ck
er
 e
t a
l. 
[4
4]
C
an
ad
a
C
M
ul
tic
en
te
r 
pr
os
pe
ct
iv
e 
st
ud
y
To
 d
es
cr
ib
e 
pe
rs
pe
ct
iv
es
 
of
 n
ur
se
s a
nd
 re
sp
ira
to
ry
 
th
er
ap
ist
s r
el
at
ed
 to
 
EO
LC
 fo
r c
rit
ic
al
ly
 il
l 
pa
tie
nt
s.
IC
U 
nu
rs
es
 
(n
=9
6)
 a
nd
 
re
sp
ira
to
ry
 
th
er
ap
ist
s 
(n
=7
3)
N
.a
.
Th
e 
re
su
lts
 sh
ow
 th
at
 m
os
t I
C
U 
nu
rs
es
 a
nd
 th
er
ap
ist
s 
w
er
e 
ve
ry
 c
om
fo
rta
bl
e 
w
ith
 th
e 
de
ci
sio
n 
to
 w
ith
ho
ld
 o
r 
w
ith
dr
aw
 tr
ea
tm
en
t. 
Bu
t a
m
on
g 
pa
ire
d 
re
sp
on
se
s, 
th
e 
th
er
ap
ist
s r
at
ed
 le
ss
 fa
vo
ur
ab
ly
 th
an
 th
e 
nu
rs
es
 in
 th
e 
qu
al
ity
 o
f t
he
 p
hy
sic
ia
n 
ex
pl
an
at
io
n,
 th
e 
av
ai
la
bi
lit
y 
of
 th
e 
ph
ys
ic
ia
n,
 a
nd
 th
e 
ci
rc
um
st
an
ce
s o
f t
he
 d
yi
ng
 p
ro
ce
ss
. T
he
 
au
th
or
s 
re
co
m
m
en
d 
to
 h
av
e 
ea
rli
er
 a
nd
 m
or
e 
in
cl
us
iv
e 
di
sc
us
si
on
, c
le
ar
er
 p
la
ns
, a
nd
 b
et
te
r p
re
pa
ra
tio
n 
of
 
re
la
tiv
es
. B
es
id
es
, t
he
 a
ut
ho
rs
 d
es
cr
ib
ed
 th
at
 th
er
e 
is
 
in
cr
ea
si
ng
 e
vi
de
nc
e 
th
at
 IC
U
 o
ut
co
m
es
 a
nd
 s
at
is
fa
ct
io
n 
w
ith
 th
e 
pr
oc
es
s 
of
 c
ar
e 
ar
e 
as
so
ci
at
ed
 w
ith
 th
e 
ex
te
nt
 
of
 c
ol
la
bo
ra
tio
n 
am
on
g 
IC
U
 p
ro
fe
ss
io
na
ls
.
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Chapter 5
Ta
b
le
 3
. C
ha
ra
ct
er
is
tic
s 
o
f t
he
 re
vi
ew
ed
 s
tu
d
ie
s.
 (c
o
nt
in
ue
d
)
A
ut
ho
r(s
), 
co
un
tr
y
Q
ua
lit
y 
(le
ve
l)
D
es
ig
n/
 
m
et
ho
d
A
im
st
ud
y 
po
pu
la
tio
n
In
te
rv
en
tio
n
Re
co
m
m
en
da
tio
ns
 in
te
rd
is
ci
pl
in
ar
y 
co
m
m
un
ic
at
io
n
Sc
hw
ar
zk
op
f 
et
 a
l. 
[4
2]
C
Ps
yc
ho
-m
et
ric
 
te
st
in
g 
st
ud
y
To
 re
po
rt 
pr
es
en
ts
 
de
ve
lo
pm
en
t a
nd
 
ps
yc
ho
m
et
ric
 te
st
in
g 
of
 th
e 
ne
w
 q
ue
st
io
nn
ai
re
: t
he
 E
nd
-
of
-li
fe
 D
EC
isi
on
-m
ak
in
g 
an
d 
st
af
f S
tre
ss
 (E
ID
EC
S)
 
qu
es
tio
nn
ai
re
.
Al
l I
C
U 
ph
ys
ic
ia
ns
 a
nd
 
IC
U 
nu
rs
es
 o
f 4
 IC
Us
 
of
 u
ni
ve
rs
ity
 h
os
pi
ta
l 
(n
=1
74
, 6
1%
)
Th
re
e 
do
m
ai
ns
 w
er
e 
id
en
tifi
ed
: 
Fa
ci
lit
at
or
s a
nd
 b
ar
rie
rs
, 
pe
rc
ei
ve
d 
st
re
ss
, a
nd
 in
iti
at
iv
e 
be
ha
vi
ou
r. 
Th
es
e 
w
er
e 
di
sc
us
se
d 
w
ith
 3
 se
ni
or
 IC
U 
ph
ys
ic
ia
ns
 a
nd
 
2 
IC
U 
nu
rs
es
. T
hi
s r
es
ul
te
d 
in
 th
e 
fir
st
 d
ra
ft.
 A
 ra
tin
g 
sc
al
e 
w
as
 g
iv
en
 
to
 IC
U 
nu
rs
es
 a
nd
 p
hy
sic
ia
ns
 fo
r 
fe
ed
ba
ck
 o
n 
th
e 
dr
af
t. 
Re
sp
on
se
 
ra
te
 o
f n
=1
5.
 A
fte
r t
hi
s, 
a 
fie
ld
 te
st
 
w
as
 c
on
du
ct
ed
.
EI
D
EC
S 
w
as
 d
ev
el
op
ed
 to
 m
ea
su
re
 b
ar
rie
rs
 a
nd
 fa
ci
lit
at
or
s 
of
 e
ffe
ct
iv
e 
EO
L 
de
ci
sio
n-
m
ak
in
g 
an
d 
co
m
m
un
ic
at
io
n 
an
d 
as
so
ci
at
ed
 st
re
ss
 a
s p
er
ce
iv
ed
 b
y 
IC
U 
pr
of
es
sio
na
ls.
 
It 
ca
n 
be
 u
se
d 
as
 a
 q
ua
lit
y 
m
ea
su
re
 to
 im
pr
ov
e 
qu
al
ity
 o
f E
O
L 
de
ci
si
on
-m
ak
in
g.
 M
an
y 
ite
m
s 
of
 th
e 
qu
es
tio
nn
ai
re
 a
re
 a
bo
ut
 th
e 
in
vo
lv
em
en
t i
n 
th
e 
de
ci
si
on
-m
ak
in
g 
pr
oc
es
s,
 c
ol
la
bo
ra
tio
n 
an
d 
ab
ou
t 
in
te
rd
is
ci
pl
in
ar
y 
co
m
m
un
ic
at
io
n.
 
Th
is
 s
tu
dy
 d
es
cr
ib
ed
 th
at
 e
ffe
ct
iv
e 
de
ci
si
on
-m
ak
in
g 
an
d 
co
m
m
un
ic
at
io
n 
be
tw
ee
n 
pr
of
es
si
on
al
s 
is
 
as
so
ci
at
ed
 w
ith
 s
tr
es
s 
am
on
g 
pr
of
es
si
on
al
s,
 a
nd
 w
ith
 
go
od
 E
O
LC
.
Sh
an
no
n 
et
 
al
. [
53
]
UK
D
D
es
cr
ip
tiv
e 
st
ud
y
To
 in
tro
du
ce
 th
re
e 
co
m
m
un
ic
at
io
n 
to
ol
s t
o 
IC
U 
nu
rs
in
g 
pr
ac
tic
e 
to
 fa
ci
lit
at
e 
ef
fe
ct
iv
e 
co
m
m
un
ic
at
io
n,
 
an
d 
to
 d
em
on
st
ra
te
 
ho
w
 th
es
e 
to
ol
s m
ay
 b
e 
us
ef
ul
 fo
r n
ur
se
s’ 
EO
L 
co
nv
er
sa
tio
ns
, e
xp
er
ie
nc
es
 
fro
m
 a
n 
in
te
ra
ct
iv
e 
w
or
ks
ho
p 
ar
e 
sh
ar
ed
, a
nd
 
to
 p
re
se
nt
 e
va
lu
at
io
n 
da
ta
 
dr
aw
n 
fro
m
 th
e 
w
or
ks
ho
ps
 
to
 il
lu
st
ra
te
 w
ha
t n
ur
se
s 
at
 th
e 
w
or
ks
ho
p 
fo
un
d 
ap
pl
ic
ab
le
 to
 th
ei
r p
ra
ct
ic
e.
(IC
U)
 n
ur
se
s (
n=
78
, 
at
te
nd
in
g 
th
e 
w
or
ks
ho
p,
 n
=5
9 
co
m
pl
et
ed
 th
e 
ev
al
ua
tio
n)
A 
90
-m
in
ut
e 
in
te
ra
ct
iv
e 
w
or
ks
ho
p.
 
Th
re
e 
co
m
m
un
ic
at
io
n 
to
ol
s w
er
e 
pr
es
en
te
d,
 in
cl
ud
in
g 
As
k-
Te
ll-
As
k,
 
Te
ll 
M
e 
M
or
e 
an
d 
Si
tu
at
io
n-
Ba
ck
gr
ou
nd
-A
ss
es
sm
en
t-
Re
co
m
m
en
da
tio
n 
(S
BA
R)
.
At
 th
e 
en
d 
of
 th
e 
w
or
ks
ho
p,
 a
 b
rie
f e
va
lu
at
io
n 
w
as
 
di
st
rib
ut
ed
. M
os
t r
es
po
nd
en
ts
 id
en
tifi
ed
 a
t l
ea
st
 o
ne
 
of
 th
e 
th
re
e 
co
m
m
un
ic
at
io
n 
to
ol
s a
s a
pp
lic
ab
le
 to
 th
ei
r 
cl
in
ic
al
 p
ra
ct
ic
e 
w
ith
 m
an
y 
id
en
tif
yi
ng
 tw
o 
or
 m
or
e.
 E
xa
ct
 
re
su
lts
 a
re
 n
ot
 p
re
se
nt
ed
. T
he
 a
ut
ho
rs
 c
on
cl
ud
e 
th
at
 
th
e 
co
m
m
un
ic
at
io
n 
to
ol
s 
of
fe
r n
ur
se
s 
ne
w
 s
tr
at
eg
ie
s 
fo
r a
pp
ro
ac
hi
ng
 p
ot
en
tia
lly
 d
iffi
cu
lt 
an
d 
em
ot
io
na
l 
co
nv
er
sa
tio
ns
. T
he
 th
re
e 
to
ol
s 
he
lp
 n
ur
se
s 
to
 m
ov
e 
be
yo
nd
 li
st
en
in
g 
to
 k
no
w
in
g 
w
ha
t t
o 
sa
y.
 A
sk
-T
el
l-A
sk
 
re
m
in
ds
 n
ur
se
s 
to
 c
ar
ef
ul
ly
 a
ss
es
s 
co
nc
er
ns
 b
ef
or
e 
im
pa
rt
in
g 
in
fo
rm
at
io
n.
 T
el
l M
e 
M
or
e 
pr
ov
id
es
 a
 to
ol
 
fo
r e
nc
ou
ra
gi
ng
 d
ia
lo
gu
e 
in
 c
ha
lle
ng
in
g 
si
tu
at
io
ns
, 
th
e 
sB
A
R 
ca
n 
as
si
st
 n
ur
se
s 
to
 re
po
rt
 c
on
ci
se
 a
nd
 
in
fo
rm
at
iv
e 
to
 o
th
er
 p
ro
fe
ss
io
na
ls
.
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Ta
b
le
 3
. C
ha
ra
ct
er
is
tic
s 
o
f t
he
 re
vi
ew
ed
 s
tu
d
ie
s.
 (c
o
nt
in
ue
d
)
A
ut
ho
r(s
) 
co
un
tr
y
Q
ua
lit
y 
(le
ve
l)
D
es
ig
n/
 
m
et
ho
d
A
im
st
ud
y 
po
pu
la
tio
n
In
te
rv
en
tio
n
Re
co
m
m
en
da
tio
ns
 in
te
rd
is
ci
pl
in
ar
y 
co
m
m
un
ic
at
io
n
Q
ua
lit
at
iv
e 
st
ud
ie
s
D
al
y 
et
 a
l. 
[4
3]
 U
SA
-
Q
ua
lit
at
iv
e 
st
ud
y
To
 d
em
on
st
ra
te
 
ho
w
 to
 d
ev
el
op
 a
 
tra
ns
di
sc
ip
lin
ar
y 
ap
pr
oa
ch
 to
 p
al
lia
tiv
e 
ca
re
, i
nc
or
po
ra
tin
g 
nu
rs
in
g,
 so
ci
al
 w
or
k,
 
sp
iri
tu
al
 c
ar
e 
an
d 
ph
ar
m
ac
y 
in
 a
n 
ac
ut
e 
se
tti
ng
.
A 
tra
ns
di
sc
ip
lin
ar
y 
te
am
, i
nc
lu
di
ng
 
sp
ec
ia
lis
ed
 
ph
ys
ic
ia
ns
, t
w
o 
so
ci
al
 w
or
ke
rs
, 
tw
o 
ch
ap
la
in
s, 
a 
ph
ar
m
ac
ist
 a
nd
 
se
ve
ra
l n
ur
se
s w
ho
 
co
m
pl
et
ed
 E
LN
EC
 in
 
on
e 
ho
sp
ita
l
M
et
ho
ds
 in
cl
ud
ed
 
ne
ed
s a
ss
es
sm
en
t 
an
d 
th
e 
de
ve
lo
pm
en
t 
of
 a
ss
es
sm
en
t 
to
ol
s, 
an
 e
du
ca
tio
n 
pr
og
ra
m
, c
om
m
un
ity
 
re
so
ur
ce
s, 
an
d 
a 
pa
tie
nt
 sa
fe
ty
 su
rv
ey
.
Th
e 
au
th
or
s c
on
cl
ud
ed
 th
at
 p
ro
vi
di
ng
 tr
an
sd
is
ci
pl
in
ar
y 
ca
re
 le
ad
s 
to
 a
 
gr
ea
te
r i
nt
eg
ra
tio
n 
of
 p
at
ie
nt
 se
rv
ic
es
. W
hi
ch
 is
 il
lu
st
ra
te
d 
by
 d
ai
ly
 c
rit
ic
al
 
ca
re
 ro
un
ds
, w
he
re
 a
 p
at
ie
nt
 is
 d
is
cu
ss
ed
 b
y 
al
l p
ro
fe
ss
io
na
ls
, a
nd
 
id
en
tifi
ca
tio
n 
of
 p
al
lia
tiv
e 
ca
re
 n
ee
ds
 a
re
 a
ss
es
se
d 
m
uc
h 
ea
rli
er
 d
ur
in
g 
a 
pa
tie
nt
’s 
ho
sp
ita
lis
at
io
n.
 B
es
id
es
, t
he
 p
at
ie
nt
 a
nd
 fa
m
ily
 sa
tis
fa
ct
io
n 
is 
al
so
 
af
fe
ct
ed
 b
y 
tra
ns
di
sc
ip
lin
ar
y 
ca
re
, a
nd
 jo
b 
sa
tis
fa
ct
io
n 
is 
in
cr
ea
se
d,
 a
nd
 jo
b 
st
re
ss
 d
ec
re
as
ed
 b
y 
pr
of
es
sio
na
ls.
Jo
x 
et
 
al
. [
39
] 
G
er
m
an
y
+/
-
Q
ua
lit
at
iv
e 
st
ud
y
To
 e
xp
lo
re
 h
ow
 
cl
in
ic
ia
ns
 th
em
se
lv
es
 
de
fin
e 
m
ed
ic
al
 fu
til
ity
, 
w
ho
 th
ey
 th
in
k 
sh
ou
ld
 
as
se
ss
 th
is,
 h
ow
 th
ey
 
ju
st
ify
 p
er
fo
rm
in
g 
fu
til
e 
tre
at
m
en
t 
an
d 
ho
w
 th
ey
 
co
m
m
un
ic
at
e 
fu
til
ity
 
sit
ua
tio
ns
 to
 p
at
ie
nt
s 
an
d 
ca
re
gi
ve
rs
.
In
te
ns
iv
ist
s (
n=
12
), 
IC
U 
nu
rs
es
 (n
=5
), 
pa
lli
at
iv
e 
ca
re
 
ph
ys
ic
ia
ns
 (n
=6
) a
nd
 
pa
lli
at
iv
e 
ca
re
 n
ur
se
s 
(n
=6
) o
f o
ne
 la
rg
e 
ho
sp
ita
l i
n 
G
er
m
an
y
N
.a
.
Th
e 
re
su
lts
 sh
ow
ed
 th
at
 th
er
e 
w
er
e 
se
ve
ra
l r
ea
so
ns
 fo
r c
on
tin
ui
ng
 tr
ea
tm
en
t 
de
sp
ite
 b
ei
ng
 fu
til
e.
 M
os
t n
ot
ab
ly
 p
er
so
na
l r
ea
so
ns
 w
er
e 
co
nc
er
ns
, f
ea
rs
 a
nd
 
em
ot
io
ns
. I
nt
en
siv
ist
s m
en
tio
ne
d 
th
at
 th
ey
 w
er
e 
af
ra
id
 o
f d
oi
ng
 so
m
et
hi
ng
 
w
ro
ng
, t
ha
t t
he
 su
rg
eo
n 
is 
st
ill
 u
p 
to
 c
ur
e 
an
d 
fo
r w
ho
m
 it
 is
 h
ar
d 
to
 a
cc
ep
t t
o 
w
ith
ho
ld
 th
e 
tre
at
m
en
t, 
an
d 
th
at
 th
ey
 h
av
e 
be
co
m
e 
so
 c
on
di
tio
ne
d 
th
at
 th
ey
 
ju
st
 w
an
t t
o 
do
 e
ve
ry
th
in
g.
 IC
U 
nu
rs
es
 m
en
tio
ne
d 
th
at
 th
ey
 th
in
k 
in
te
ns
iv
ist
s a
re
 
un
ab
le
 to
 d
ec
id
e 
to
 w
ith
ho
ld
 tr
ea
tm
en
t, 
w
hi
ch
 m
ig
ht
 b
e 
re
la
te
d 
to
 th
ei
r e
go
 
an
d 
th
at
 th
ey
 d
o 
no
t w
an
t t
o 
lo
se
 th
e 
pa
tie
nt
.
Li
nd
 e
t a
l. 
[4
9]
N
or
w
ay
+/
-
Q
ua
lit
at
iv
e 
st
ud
y
To
 g
ai
n 
in
sig
ht
 h
ow
 
re
la
tiv
es
 e
xp
er
ie
nc
ed
 
th
e 
nu
rs
es
’ r
ol
e 
in
 th
e 
EO
L 
de
ci
sio
n 
m
ak
in
g 
pr
oc
es
se
s t
hr
ou
gh
 
in
te
rv
ie
w
s.
Re
la
tiv
es
 o
f d
ec
ea
se
d 
IC
U 
pa
tie
nt
s (
n=
27
)
N
.a
.
Re
su
lts
 sh
ow
 th
re
e 
m
ai
n 
th
em
es
: c
om
pa
ss
io
na
te
 c
ar
in
g,
 v
ag
ue
ne
ss
 in
 
co
m
m
un
ic
at
io
n 
an
d 
lo
ne
lin
es
s i
n 
st
re
ss
fu
l s
ur
ro
un
di
ng
s. 
Th
e 
nu
rs
in
g 
ca
re
 
at
tit
ud
e 
w
as
 v
al
ue
d 
hi
gh
ly.
 T
he
 a
ut
ho
rs
 c
on
cl
ud
e 
th
at
 n
ur
se
s 
sh
ou
ld
 n
ot
 b
e 
lim
ite
d 
to
 ro
le
s 
of
 c
ar
in
g 
an
d 
co
m
fo
rt
in
g 
th
e 
pa
tie
nt
 a
nd
 re
la
tiv
es
. T
he
 
nu
rs
es
’ r
el
at
io
ns
hi
ps
 w
ith
 re
la
tiv
es
 e
na
bl
ed
 th
em
 to
 s
ha
re
 s
uc
h 
in
fo
rm
at
io
n 
du
rin
g 
in
te
rd
is
ci
pl
in
ar
y 
m
ee
tin
gs
, a
 c
ru
ci
al
 e
le
m
en
t i
n 
EO
LC
 in
 th
e 
IC
U
. 
Th
e 
au
th
or
s 
al
so
 c
on
cl
ud
e 
th
at
 it
 is
 to
 b
e 
ex
pe
ct
ed
 th
at
 in
vo
lv
in
g 
nu
rs
es
 in
 
co
lla
bo
ra
tio
n 
w
ill
 e
na
bl
e 
nu
rs
es
 to
 m
ak
e 
a 
co
nt
rib
ut
io
n 
to
 th
e 
de
ci
si
on
-
m
ak
in
g 
pr
oc
es
s,
 in
vo
lv
in
g 
th
ei
r i
nf
or
m
at
io
n 
ab
ou
t t
he
 p
at
ie
nt
s’
 s
itu
at
io
n.
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Ta
b
le
 3
. C
ha
ra
ct
er
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tic
s 
o
f t
he
 re
vi
ew
ed
 s
tu
d
ie
s.
 (c
o
nt
in
ue
d
)
A
ut
ho
r(s
), 
co
un
tr
y
Q
ua
lit
y 
(le
ve
l)
D
es
ig
n/
 
m
et
ho
d
A
im
st
ud
y 
po
pu
la
tio
n
In
te
rv
en
tio
n
Re
co
m
m
en
da
tio
ns
 in
te
rd
is
ci
pl
in
ar
y 
co
m
m
un
ic
at
io
n
M
cA
nd
re
w
 e
t 
al
. [
45
]
US
A
+/
-
Q
ua
lit
at
iv
e 
st
ud
y 
(g
ro
un
de
d 
th
eo
ry
)
To
 u
nd
er
st
an
d 
nu
rs
es
’ a
nd
 
ph
ys
ic
ia
ns
’ p
er
sp
ec
tiv
es
 
an
d 
ex
pe
rie
nc
es
 w
ith
 E
O
L 
de
ci
sio
n-
m
ak
in
g.
IC
U 
nu
rs
es
 (n
=7
) a
nd
 
IC
U 
ph
ys
ic
ia
ns
 (n
=4
), 
w
ho
 a
ll 
pr
ac
tic
ed
 in
 a
 
la
rg
e 
ac
ad
em
ic
 IC
U
N
.a
.
N
ur
se
s d
es
cr
ib
ed
 th
ei
r r
es
po
ns
ib
ili
ty
 in
 th
e 
de
ci
sio
n-
m
ak
in
g 
pr
oc
es
s 
as
 b
rin
gi
ng
 a
ll 
pe
op
le
 in
vo
lv
ed
 in
 th
e 
de
ci
sio
n 
to
ge
th
er
, s
ha
rin
g 
in
fo
rm
at
io
n 
w
ith
 a
nd
 a
bo
ut
 th
e 
pa
tie
nt
 a
nd
 fa
m
ily
, a
nd
 a
ss
ur
in
g 
th
e 
pa
tie
nt
 a
nd
 fa
m
ili
es
’ c
om
fo
rt.
 P
hy
sic
ia
ns
 h
av
e 
th
e 
re
sp
on
sib
ili
ty
 to
 se
ek
 
in
fo
rm
at
io
n 
ab
ou
t t
he
 p
at
ie
nt
 a
nd
 fa
m
ily
, t
o 
pr
es
en
t t
re
at
m
en
t o
pt
io
ns
, 
an
d 
to
 a
dv
oc
at
e 
fo
r p
at
ie
nt
s. 
N
ur
se
s a
nd
 p
hy
sic
ia
ns
 h
ad
 a
 sh
ar
ed
 g
oa
l, 
w
hi
ch
 w
as
 to
 h
el
p 
pa
tie
nt
s a
nd
 fa
m
ili
es
.
In
te
nt
io
na
l c
om
m
un
ic
at
io
n 
an
d 
co
lla
bo
ra
tio
n 
w
as
 im
po
rta
nt
, w
he
re
 
pr
of
es
sio
na
ls 
sh
ar
e 
kn
ow
le
dg
e,
 in
fo
rm
at
io
n,
 a
nd
 c
on
ce
rn
s a
bo
ut
 th
e 
pl
an
 o
f c
ar
e.
 T
hi
s c
an
 b
e 
fa
ci
lit
at
ed
 b
y 
ea
rly
 c
on
ve
rs
at
io
ns
 w
ith
 p
at
ie
nt
s 
an
d 
fa
m
ili
es
, c
on
sis
te
nt
 c
om
m
un
ic
at
io
n 
be
tw
ee
n 
pr
of
es
sio
na
ls 
an
d 
pa
tie
nt
s a
nd
 fa
m
ily
, k
no
w
in
g 
th
e 
pe
op
le
 in
vo
lv
ed
 in
 th
e 
de
ci
sio
n-
m
ak
in
g,
 
as
 w
el
l a
s s
pe
ci
fic
 c
om
m
un
ic
at
io
n 
an
d 
co
lla
bo
ra
tio
n 
st
ra
te
gi
es
: l
ist
en
in
g,
 
te
ac
hi
ng
, l
ea
rn
in
g 
an
d 
ro
le
 m
od
el
s.
Re
vi
ew
s
Ba
gg
s e
t a
l. 
[3
4]
US
A
D
N
ar
ra
tiv
e 
re
vi
ew
To
 re
vi
ew
 th
e 
be
st
 e
vi
de
nc
e 
av
ai
la
bl
e 
ab
ou
t t
he
 ro
le
 o
f 
th
e 
in
te
rd
isc
ip
lin
ar
y 
te
am
 
ca
rin
g 
fo
r t
he
 d
yi
ng
 p
at
ie
nt
 
in
 th
e 
IC
U.
N
.a
.
N
.a
.
C
ol
la
bo
ra
tio
n 
im
pr
ov
es
 c
ar
e 
an
d 
pa
tie
nt
 o
ut
co
m
es
, i
nc
lu
di
ng
 o
ut
co
m
es
 
fo
r r
el
at
iv
es
. C
ol
la
bo
ra
tio
n 
re
qu
ire
s 
in
te
rv
en
tio
ns
 a
t t
he
 in
di
vi
du
al
 
an
d 
un
it 
le
ve
l. 
Th
e 
in
di
vi
du
al
 le
ve
l i
nc
lu
de
s 
in
te
rv
en
tio
ns
 s
uc
h 
as
 
ed
uc
at
io
n.
 U
ni
t l
ev
el
 in
te
rv
en
tio
ns
 in
cl
ud
e 
po
lic
ie
s 
va
lu
in
g 
te
am
 
ca
re
, s
ha
re
d 
re
sp
on
si
bi
lit
y,
 a
nd
 in
te
rd
is
ci
pl
in
ar
y 
le
ad
er
sh
ip
 a
nd
 
co
m
m
itt
ee
 s
tr
uc
tu
re
. N
ur
se
s a
nd
 p
hy
sic
ia
ns
 h
av
e 
di
ffe
re
nt
 p
er
sp
ec
tiv
es
 
on
 e
th
ic
al
 is
su
es
 th
at
 a
ris
e 
in
 th
e 
IC
U,
 th
is 
ca
n 
af
fe
ct
 th
ei
r r
es
po
ns
e 
to
 th
es
e 
iss
ue
s. 
st
ud
ie
s 
re
co
m
m
en
d 
ho
ne
st
 d
ia
lo
gu
e 
am
on
g 
IC
U
 
pr
of
es
si
on
al
s 
to
 p
re
ve
nt
 c
on
fli
ct
s.
 N
ur
se
s 
sh
ou
ld
 b
e 
se
en
 a
s 
in
te
gr
al
 
m
em
be
rs
 o
f t
he
 IC
U
 h
ea
lth
 c
ar
e 
te
am
. N
ur
se
s f
ac
e 
im
po
rta
nt
 
ob
st
ac
le
s i
n 
th
e 
pr
ov
isi
on
 o
f E
O
LC
, m
an
y 
of
 w
hi
ch
 c
ou
ld
 b
e 
pr
ev
en
te
d 
by
 im
pr
ov
in
g 
co
m
m
un
ic
at
io
n 
am
on
g 
re
la
tiv
es
 a
nd
 p
hy
sic
ia
ns
.
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 (c
o
nt
in
ue
d
)
A
ut
ho
r(s
), 
co
un
tr
y
Q
ua
lit
y 
(le
ve
l)
D
es
ig
n/
 
m
et
ho
d
A
im
st
ud
y 
po
pu
la
tio
n
In
te
rv
en
tio
n
Re
co
m
m
en
da
tio
ns
 in
te
rd
is
ci
pl
in
ar
y 
co
m
m
un
ic
at
io
n
Bo
oi
j [
38
] 
N
et
he
rla
nd
s
D
N
ar
ra
tiv
e 
re
vi
ew
To
 d
isc
us
se
s t
he
 m
os
t 
im
po
rta
nt
 st
ud
ie
s o
n 
EO
L 
de
ci
sio
ns
 p
ub
lis
he
d 
fro
m
 
O
ct
ob
er
 2
00
1 
to
 O
ct
ob
er
 
20
02
.
N
.a
.
N
.a
.
Th
e 
re
vi
ew
 d
es
cr
ib
ed
 a
 s
tr
uc
tu
re
d,
 p
ra
ct
ic
al
 p
ro
ce
du
ra
l g
ui
de
lin
es
 
w
ith
 th
e 
fo
llo
w
in
g 
st
ep
s:
 (1
) d
ai
ly
 te
am
 d
is
cu
ss
io
n 
of
 c
on
tin
ua
tio
n 
of
 
lim
ita
tio
n 
of
 tr
ea
tm
en
t; 
(2
) o
bt
ai
ni
ng
 a
 c
on
se
ns
us
 o
n 
th
e 
de
ci
si
on
; 
(3
) d
is
cu
ss
in
g 
th
e 
co
ns
en
su
s 
w
ith
 th
e 
re
la
tiv
es
; (
4)
 re
co
rd
in
g 
th
e 
di
sc
us
si
on
 a
nd
 e
xe
cu
tio
n 
of
 th
e 
fin
al
 d
ec
is
io
n.
 T
he
 a
ut
ho
r d
es
cr
ib
ed
 
st
ud
ie
s 
sh
ow
in
g 
th
at
 d
ec
is
io
ns
 s
ho
ul
d 
be
 m
ad
e 
by
 th
re
e 
ph
ys
ic
ia
ns
 
to
 a
vo
id
 in
te
r-i
nd
iv
id
ua
l v
ar
ia
bi
lit
y 
in
 ju
dg
em
en
t.
Bo
yl
e 
et
 a
l. 
[4
7]
US
A
D
N
ar
ra
tiv
e 
re
vi
ew
To
 d
isc
us
s p
at
ie
nt
, r
el
at
iv
e,
 
an
d 
pr
of
es
sio
na
ls 
ou
tc
om
es
 
re
la
te
d 
to
 c
om
m
un
ic
at
io
n 
at
 th
e 
EO
L 
in
 IC
Us
, a
nd
 
to
 re
vi
ew
 st
ra
te
gi
es
 fo
r 
im
pr
ov
in
g 
co
m
m
un
ic
at
io
n 
be
tw
ee
n 
pr
of
es
sio
na
ls 
an
d 
re
la
tiv
es
, a
s w
el
l a
s a
m
on
g 
pr
of
es
sio
na
ls.
N
.a
.
N
.a
.
In
ad
eq
ua
te
 c
om
m
un
ic
at
io
n 
ca
us
es
 st
re
ss
, c
on
fli
ct
s, 
an
ge
r a
nd
 
di
ss
at
isf
ac
tio
n 
am
on
g 
pr
of
es
sio
na
ls 
an
d 
re
la
tiv
es
. P
ro
fe
ss
io
na
ls 
la
ck
 
co
m
m
un
ic
at
io
n 
sk
ill
s, 
an
 e
ss
en
tia
l e
le
m
en
t t
o 
ac
hi
ev
e 
be
tte
r o
ut
co
m
es
 
at
 th
e 
EO
L.
 
Th
er
e 
is
 e
vi
de
nc
e 
th
at
 p
ro
ac
tiv
e,
 in
te
rd
is
ci
pl
in
ar
y 
st
ra
te
gi
es
 s
uc
h 
as
 
da
ily
 te
am
 m
ee
tin
gs
, f
or
m
al
 a
nd
 in
fo
rm
al
 fa
m
ily
 m
ee
tin
gs
, i
nv
ol
vi
ng
 
a 
pa
lli
at
iv
e 
ca
re
 te
am
 a
nd
 e
th
ic
is
ts
 im
pr
ov
e 
EO
L 
de
ci
si
on
s.
 E
vi
de
nc
e 
su
gg
es
ts
 th
at
 im
pr
ov
in
g 
EO
L 
co
m
m
un
ic
at
io
n 
in
 IC
Us
 c
an
 im
pr
ov
e 
th
e 
qu
al
ity
 o
f c
ar
e 
by
 re
su
lti
ng
 in
 e
ar
lie
r t
ra
ns
iti
on
 to
 E
O
LC
 fo
r p
at
ie
nt
s a
nd
 
by
 in
cr
ea
sin
g 
re
la
tiv
e 
an
d 
pr
of
es
sio
na
l s
at
isf
ac
tio
n.
C
ur
tis
 [5
4]
 U
SA
D
N
ar
ra
tiv
e 
re
vi
ew
To
 p
ro
vi
de
 a
n 
ov
er
vi
ew
 o
f 
th
e 
pr
in
ci
pl
es
 a
nd
 p
ra
ct
ic
e 
of
 in
te
gr
at
in
g 
pa
lli
at
iv
e 
an
d 
in
te
ns
iv
e 
ca
re
; a
nd
 to
 
de
sc
rib
e 
th
e 
de
ve
lo
pm
en
t 
an
d 
ev
al
ua
tio
n 
of
 a
 n
ew
 
in
te
rv
en
tio
n 
fo
r h
os
pi
ta
ls 
an
d 
in
di
vi
du
al
 IC
Us
: 
In
te
gr
at
in
g 
Pa
lli
at
iv
e 
an
d 
C
rit
ic
al
 C
ar
e 
(IP
AC
C
).
N
.a
.
N
.a
.
Th
e 
go
al
 o
f t
he
 IP
AC
C
 in
te
rv
en
tio
n 
is 
to
 e
du
ca
te
 IC
U
 p
ro
fe
ss
io
na
ls
 
in
 p
al
lia
tiv
e 
ca
re
 s
ki
lls
, w
ith
 a
 fo
cu
s 
on
 fo
ur
 s
pe
ci
fic
 a
re
as
 in
cl
ud
in
g 
in
te
rd
is
ci
pl
in
ar
y 
co
m
m
un
ic
at
io
n 
an
d 
co
lla
bo
ra
tio
n,
 a
nd
 to
 e
nc
ou
ra
ge
 
al
l I
CU
 p
ro
fe
ss
io
na
ls
 to
 p
rio
rit
is
e 
pa
lli
at
iv
e 
ca
re
 a
s 
on
e 
of
 th
e 
im
po
rt
an
t t
as
ks
 th
at
 c
an
 b
e 
do
ne
 in
 th
e 
IC
U
.
Th
e 
au
th
or
 c
on
cl
ud
es
 h
is 
ar
tic
le
 w
ith
 th
e 
IP
AC
C
 in
te
rv
en
tio
n,
 c
on
sis
tin
g 
of
 fi
ve
 c
om
po
ne
nt
s: 
ed
uc
at
io
n 
of
 c
lin
ic
ia
ns
 in
 p
al
lia
tiv
e 
ca
re
, 
se
ar
ch
 fo
r a
nd
 tr
ai
ni
ng
 o
f ‘
ro
le
 m
od
el
s’
 (n
ur
se
s 
an
d 
ph
ys
ic
ia
ns
), 
id
en
tifi
ca
tio
n 
of
 lo
ca
l b
ar
rie
rs
 to
 im
pr
ov
e 
pa
lli
at
iv
e 
ca
re
, a
da
pt
at
io
n 
an
d 
im
pl
em
en
ta
tio
n 
of
 p
ro
to
co
ls 
an
d 
ca
re
 p
at
hw
ay
s a
nd
 th
e 
pr
ov
isi
on
 o
f 
fa
m
ily
 sa
tis
fa
ct
io
n 
da
ta
 to
 IC
Us
 a
s a
 q
ua
lit
y 
in
di
ca
to
r.
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 (c
o
nt
in
ue
d
)
A
ut
ho
r(s
), 
co
un
tr
y
Q
ua
lit
y 
(le
ve
l)
D
es
ig
n/
 
m
et
ho
d
A
im
st
ud
y 
po
pu
la
tio
n
In
te
rv
en
tio
n
Re
co
m
m
en
da
tio
ns
 in
te
rd
is
ci
pl
in
ar
y 
co
m
m
un
ic
at
io
n
C
ur
tis
 &
 
Ru
be
nf
el
d 
[3
5]
US
A
D
N
ar
ra
tiv
e 
re
vi
ew
To
 d
es
cr
ib
e 
fo
ur
 to
pi
cs
 im
po
rta
nt
 
fo
r p
ro
vi
di
ng
 h
ig
h 
qu
al
ity
 E
O
LC
 
in
 th
e 
IC
U:
 d
ec
isi
on
-m
ak
in
g 
ab
ou
t 
th
e 
go
al
s o
f c
ar
e,
 to
 re
vi
ew
 d
at
a 
co
nc
er
ni
ng
 c
om
m
un
ic
at
io
n 
am
on
g 
pr
of
es
sio
na
ls 
an
d 
w
ith
 p
at
ie
nt
s 
an
d 
re
la
tiv
es
, t
o 
re
vi
ew
 sy
m
pt
om
 
as
se
ss
m
en
t a
nd
 m
an
ag
em
en
t, 
an
d 
to
 re
vi
ew
 th
e 
 fa
ct
or
s f
or
 p
ro
vi
di
ng
 
hi
gh
 q
ua
lit
y 
ca
re
 in
 w
ith
ho
ld
in
g 
or
 w
ith
dr
aw
in
g 
lif
e-
su
st
ai
ni
ng
 
tre
at
m
en
ts
.
N
.a
.
N
.a
.
Th
e 
au
th
or
s d
es
cr
ib
e 
so
m
e 
in
te
rv
en
tio
ns
 to
 im
pr
ov
e 
qu
al
ity
 o
f E
O
LC
 in
 
th
e 
IC
U.
 T
he
 in
te
rv
en
tio
ns
 sp
ec
ifi
ca
lly
 a
dd
re
ss
in
g 
co
m
m
un
ic
at
io
n 
ar
e:
 
ap
pr
ec
ia
tin
g 
EO
L 
an
d 
pa
lli
at
iv
e 
ca
re
, a
nd
 ro
ut
in
el
y 
di
sc
us
si
ng
 it
 in
 
in
te
rd
is
ci
pl
in
ar
y 
m
ee
tin
gs
, i
nc
lu
di
ng
 p
sy
ch
ol
og
ic
al
, e
m
ot
io
na
l, 
an
d 
sp
iri
tu
al
 c
ar
e,
 in
te
rd
is
ci
pl
in
ar
y 
ro
un
ds
 in
cl
ud
in
g 
th
e 
go
al
s 
of
 c
ar
e 
fo
r 
th
e 
pa
tie
nt
, a
nd
 fa
ci
lit
at
in
g 
ea
rly
 c
om
m
un
ic
at
io
n 
w
ith
in
 th
e 
te
am
 
an
d 
w
ith
 re
la
tiv
es
.
Fa
ss
ie
r e
t a
l. 
[5
0]
Fr
an
ce
D
N
ar
ra
tiv
e 
re
vi
ew
To
 p
ro
vi
de
 in
sig
ht
 in
to
 th
e 
de
ci
sio
ns
 
to
 w
ith
dr
aw
 o
r w
ith
ho
ld
 li
fe
 
su
st
ai
ni
ng
 th
er
ap
ie
s a
nd
 E
O
LC
 in
 
Eu
ro
pe
.
N
.a
.
N
.a
.
Th
e 
fre
qu
en
cy
 a
nd
 c
ha
ra
ct
er
ist
ic
s o
f E
O
LC
 d
ec
isi
on
s i
n 
Eu
ro
pe
 a
re
 
he
te
ro
ge
ne
ou
s. 
Th
e 
au
th
or
s 
st
at
e 
th
at
 in
te
ns
iv
e 
co
m
m
un
ic
at
io
n 
w
ith
in
 th
e 
te
am
 b
ef
or
e,
 d
ur
in
g,
 a
nd
 a
ft
er
 E
O
LC
 c
an
 im
pr
ov
e 
EO
LC
 in
 th
e 
IC
U
. I
nt
en
siv
e 
co
m
m
un
ic
at
io
n 
ca
n 
le
ad
 to
 e
ffe
ct
iv
e 
co
m
m
un
ic
at
io
n 
w
ith
 re
la
tiv
es
, a
nd
 c
an
 im
pr
ov
e 
sa
tis
fa
ct
io
n 
am
on
g 
pr
of
es
sio
na
ls.
  
Fr
id
h 
[5
1]
Sw
ed
en
D
N
ar
ra
tiv
e 
re
vi
ew
To
 p
re
se
nt
 th
e 
st
at
e 
of
 th
e 
sc
ie
nc
e 
co
nc
er
ni
ng
 is
su
es
 in
 E
O
LC
 w
hi
ch
 
ha
ve
 a
n 
im
pa
ct
 o
n 
IC
U 
nu
rs
es
’ 
po
ss
ib
ili
tie
s t
o 
pr
ov
id
e 
nu
rs
in
g 
ca
re
 fo
r d
yi
ng
 p
at
ie
nt
s a
nd
 th
ei
r 
re
la
tiv
es
.
N
.a
.
N
.a
.
To
 o
ve
rc
om
e 
di
sa
gr
ee
m
en
ts
 b
et
w
ee
n 
IC
U 
nu
rs
es
 a
nd
 p
hy
sic
ia
ns
, t
he
 
di
sc
re
pa
nc
y 
m
us
t b
e 
re
sp
ec
te
d.
 T
he
 a
ut
ho
r d
es
cr
ib
ed
 th
at
 n
ur
se
s n
ee
d 
to
 e
nh
an
ce
 th
ei
r r
ol
e 
in
 th
e 
de
ci
sio
n-
m
ak
in
g 
pr
oc
es
s b
y 
be
in
g 
m
or
e 
pr
om
in
en
t i
n 
th
ei
r r
ol
e 
as
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three opinion articles. The quality assessment revealed eleven studies as level C or 
+/-, the others were level D. Further details of the included studies are described 
in Table 3.
main results 
Seven themes were identified, including interdisciplinary decision-making, content 
of interdisciplinary team meetings, frequency and time of communication, involve-
ment of ICU nurses in interdisciplinary team meetings, collaboration between ICU 
professionals, communication methods, and education (see Table 4). This led to 12 
recommendations, based on studies providing medium to weak evidence. 
Interdisciplinary decision-making
Seventeen studies described interdisciplinary decision-making during EOLC in 
the ICU [29-45]. Medium evidence was found for the recommendation that all 
professionals caring for the patient should attend interdisciplinary team meetings, 
including ICU nurses, chaplains and physiotherapists [29,30,33,34,43]. They have to 
Table 4. Results from the thematic synthesis of the literature.
Themes characteristics
Interdisciplinary decision-making •  All professionals involved should attend interdisciplinary team meetings
•  All professionals have a role in the decision-making process
•  All professionals should be actively involved
•  Team input into process of care improvements could help to manage stressful 
situations and resolve conflicts
•  The End-of-life DECision-making and staff Stress-questionnaire can be used as a 
quality measure 
Content of interdisciplinary team 
meetings
•  Fixed content of meetings is helpful
•  Several aspects are important as content of those meetings
Frequency and time of 
communication
•  Interdisciplinary team meetings should be planned daily
•  Interdisciplinary team meetings should take place within the first 24 hours after 
admission 
Involvement of ICU nurses in 
interdisciplinary team meetings
•  ICU nurses have an important role in the interdisciplinary team
•  Input of ICU nurses should be respected by other professionals
Collaboration between ICU 
professionals
•  Disagreements between ICU professionals should be resolved before speaking 
with relatives
•  Differing perspectives of ICU professionals should be taken into account
Communication methods •  Naming-Understanding-Respecting-Supporting-Exploring (NURSE)
•  Valuing-Acknowledging-Listening-Understanding-Eliciting (VALUE) 
•  Situation-Background-Assessment-Recommendation (SBAR)
Education •  Education has a positive effect on communication skills
•  Education can prepare professionals for active participation in interdisciplinary 
team meetings
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be considered as required participants in the decision-making process [31,32,34-
37,43-45].
1. All professionals caring for the ICU patient should attend interdisciplinary team 
meetings, such as intensivists, consulting physicians, ICU nurses, chaplains and 
physiotherapists.
In addition, medium evidence was found for the recommendation that all profes-
sionals caring for the ICU patient should have a role in the decision-making process 
[29,30-37,43,44]. One study mentioned explicitly the involvement of ICU nurses [41].
2. All professionals caring for the ICU patient should have a role in the decision-
making process.
Medium evidence was found for the recommendation that interdisciplinary team 
input for process of care improvements could help to manage stressful situations 
and resolve conflicts among professionals [44]. One study described that an EOLC 
decision on withdrawal of treatment should be made by three physicians to avoid 
inter-individual variability in judgement, and that there should be consensus on 
this decision (weak-quality)[38], where three studies described that several reasons 
could favour continuing treatment despite being considered futile (medium-
quality)[31,39,44]. Physicians mentioned that they were afraid of making the wrong 
decision when deciding to withdraw treatment. 
ICU nurses mentioned that they think physicians are unable to decide to withdraw 
treatment, which might be related to their ego and that they do not want to lose 
their patient [39,41].
3. Team input into process of care improvements could help ICU professionals to 
manage stressful situations and resolve conflicts.
Weak evidence was found for measuring barriers and facilitators of effective EOLC 
decision-making and communication and associated stress as perceived by ICU 
professionals. The End-of-life DECision-making and staff Stress (EIDECS) question-
naire can be used as a quality measure to improve quality of EOL decision-making 
[42].
4. The End-of-life DECision-making and staff Stress (EIDECS) questionnaire can 
be used as a quality measure to improve quality of EOL decision-making.
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Content of interdisciplinary team meetings
Seven studies were identified, describing the content of interdisciplinary team 
meetings [7,29,32,33,35,37,46]. Medium evidence was found about specific con-
tent of interdisciplinary team meetings [7,29,32,33,35,37,46]. In addition, one study 
showed significantly more decisions to withdraw treatment after the implementa-
tion of an intensive communication strategy (a specific content of meetings was 
part of this strategy)(45% versus 85%, p<0,01), a significantly shorter period till the 
decision to withdraw treatment (11-13 days versus 4-6 days, p<0,05), and signifi-
cantly more initiative to withdraw treatment initiated by ICU nurses and relatives 
(10% versus 39%, p<0,05)(medium-quality)[7].
5. The content of interdisciplinary team meetings should focus on: 
 • the condition and prognosis of the ICU patient,
 • the possibility of improvement of the quality of life of the ICU patient,
 • the treatment and care plan,
 • conditions of withholding or withdrawing treatment,
 • pharmacological treatment options for reducing pain and anxiety,
 • needs, wants, norms and values of the patient and his relatives,
 • emotional aspects,
 • psychosocial aspects,
 • spiritual aspects, 
 • ethics, and considering involving an ethicist,
 • nursing care during EOLC,
 • planning of family meetings,
 • anticipating potential issues, problems or discussions,
 •  assigning a contact person (among relatives and the interdisciplinary 
team).
Frequency and time of communication
The frequency and time of communication was mentioned in seven studies 
[7,32,35,38,41,45,46]. Weak evidence was found describing that interdisciplinary 
team meetings should be planned daily [7,35,38,41].
6. Interdisciplinary team meetings should be planned daily.
Weak evidence was also found for early communication in the first 24 hours after 
admission in the ICU [32,35].
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7. Interdisciplinary team communication should take place frequently and within 
the first 24 hours after admission to the ICU.
Involvement of ICU nurses in interdisciplinary team meetings
In seven studies, the role of ICU nurses in interdisciplinary team meetings was 
reported [34,36,46,48-51].  Medium evidence was found describing the importance 
of involving ICU nurses in interdisciplinary team meetings [34,36,45,46,48-51]. While 
caring for the patient, ICU nurses gather a lot of information about the patient and 
his relatives. This points out the need for presence of ICU nurses during interdis-
ciplinary team meetings in order to advocate the patients’ and relatives’ interests, 
and to discuss their thoughts about withholding or withdrawing treatment in an 
early stage of the patients’ stay in the ICU [34,36,46,48-51]. Besides, the input of 
ICU nurses has to be respected [46,51].
8. Involvement of ICU nurses in interdisciplinary team meetings for discussing 
their perspectives and those of the patient and family. 
Collaboration between ICU professionals
Collaboration between ICU professionals was described in six studies 
[29,34,36,42,46,49]. Medium evidence was found for solving disagreements on the 
patients’ treatment between professionals before meeting relatives, because this 
could influence the quality of communication experienced by relatives [29,49].
9. Disagreements between professionals should be solved before meeting rela-
tives.
Weak evidence described the differences in perspective between ICU nurses and 
physicians about care [34,36]. Physicians usually decide to withhold or withdraw 
treatment, and nurses usually take care of the patient [34,36]. It is important to 
acknowledge the differences in perspective, because it can lead to better under-
standing from both sides, and more clear and open communication [34,36].
10. Acknowledge the differences in perspectives of ICU professionals.
Communication methods
Communication methods were described in five studies [31,37,52-54]. Weak 
evidence is found reporting the importance of using communication methods. 
One study described the method Naming-Understanding-Respecting-Supporting-
Exploring (NURSE) that can be used for empathic communication. ICU nurses 
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considered their communication skills significantly better in communication with 
physicians after a training in NURSE (57% versus 82%, p=0,0004)(medium-quality)
[52]. Valuing-Acknowledging-Listening-Understanding-Eliciting (VALUE) was 
developed for empathic communication between professionals [31,37,54]. The 
Situation-Background-Assessment-Recommendation (SBAR) is a method specified 
for sharing information about the patient [53].
11. Using communication methods like NURSE, VALUE, and SBAR could improve 
interdisciplinary communication.
Education
This last category was reported in twelve studies [33,34,37-39,41,46,49,51,52,55,56]. 
Medium evidence was found for education about communication skills [34,37-
39,41,46,49]. Educational interventions had a positive effect on obtaining commu-
nication skills in EOLC. It can prepare ICU professionals for active participation in 
interdisciplinary team meetings [52,56].
12. Education in communication skills is recommended for improving interdisci-
plinary communication, and can focus on delivering bas news, guiding family 
meetings, and discussing prognosis and ending life-sustaining treatment.
DIsCUssION
This integrative review aims to give insight into recommendations for interdisci-
plinary communication around EOLC in the ICU. Twenty-nine studies describing 
interdisciplinary communication in the ICU were identified. Despite the complexity 
of communication around EOLC in the ICU, results showed a high level of agree-
ment. However, recommendations for improving communication stay vague, and 
the evidence was medium till weak. 
The last years, in the literature the focus on communication in the ICU has been 
shifted from interdisciplinary communication to communication with relatives. In 
shared decision-making they play an important role in communication. However, 
communication with relatives was not the focus of this review. In addition, ICU 
nurses do play a pivotal role in discussing the perspectives of the patient and rela-
tives with other professionals.
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For interpretation of the results, this integrative review used the theoretical 
framework ‘Interdisciplinary team communication’ developed by Kuziemsky et al. 
[57]. This framework distinguishes structures, processes and outcomes. Six team 
processes were identified that were key aspects of communication: care planning, 
information exchange, teaching, decision-making, negotiation, and leadership. 
The themes found in this review can be divided into these six team processes.
The first team process is care planning. Care planning is about medical planning 
and non-medical planning (coordination of services). A key aspect of care coordina-
tion involves ensuring that all the roles and responsibilities of each team member 
are clearly defined so no professional assumes the roles and responsibilities of 
another team member, or that task are not completed because team members 
believe others to be responsible for the task [57]. This corresponds with the results 
shown in studies describing that acknowledging differing perspectives and roles is 
important, and can lead to better understanding from both sides, and more clear 
and open communication [34,36]. 
McAndrew & Leske [45] described that differing beliefs about responsibilities influ-
ence nurse-physician collaboration. Therefore, it seems important that ICU profes-
sionals know their own roles and responsibilities, and the roles and responsibilities 
of their colleagues as well. So, it is recommended to describe clearly all roles and 
responsibilities of ICU professional in communication during EOLC.
The second team process is information exchange, which can be defined as the 
process where team members interact with each other during meetings, both 
formal and informal. Informal discussions seem to be important for discussing and 
exchanging information, as well as discussing issues that are of concern to health 
care professionals [57]. In this review, an aspect of information exchange is men-
tioned in the frequency and time of communication. The studies described that 
interdisciplinary team meetings should be planned daily, and in the first 24 hours 
after the patients’ admission to the ICU [7,32,35,38,41,47]. Noticeable, recommen-
dations about communication in case of acute deterioration are not mentioned 
in the literature, even though this situation occurs frequently in the ICU. In case 
of acute deterioration, communication between the ICU professionals has to be 
adequate as well. The SBAR is developed for communication in acute situations 
where immediate attention and actions are necessary. By using the SBAR it is clear 
what communication should be performed and by whom. De Meester, Verspuy, 
Monsieurs et al. [58] studied the effect of the SBAR on the incidence of serious 
adverse events in hospital wards. After introducing SBAR they found increased 
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perception of effective communication and collaboration in professionals, an 
increase in unplanned ICU admissions and a decrease in unexpected deaths [56]. 
Even though this study was not performed in the ICU, it appears to be effective 
for improving communication between professionals in the ICU. Based on this 
literature, it is recommended to introduce communication methods, such as the 
SBAR or NURSE, in the ICU [31,37,52-54].  
The third team process is team teaching, which was used by team members to 
educate other members about patient health issues and provided additional disci-
plinary insights [57]. This corresponds with the results of this review regarding the 
involvement of all professionals in interdisciplinary team meetings [29-42]. Despite 
all studies recommending and showing the importance of the involvement of all 
professionals in the interdisciplinary team meetings, the decision-making process 
in the ICU still occurs not always taking the perspectives of all professionals into 
account [4,5,8,17-19,44]. Reasons for physicians ignoring the recommendations of 
other disciplines are not stated in the studies. However, some studies describe that 
the decision to withhold or withdraw treatment is a medical decision. Manias [59] 
stated that the dominance of the medical team directed the ways in which other 
professionals interacted. Another reason for not involving all professionals might 
be caused by the experienced responsibility and legal perspectives of physicians. 
Studies showed that physicians sometimes do not end life-sustaining treatment, 
because of the possible legal consequences [41]. To avoid difficult decisions, physi-
cians continue treatment and avoid confrontation in ethical decision-making [41]. A 
fourth reason might be that a hierarchy between ICU professionals was common in 
the past. Nowadays, health care has become less hierarchical, however physicians 
still seem to want to take decisions on their own behalf. This is accounted for by 
their responsibility. McAndrew & Leske [45] described that some factors influence 
nurse-physician collaboration, including hierarchical relationships. In addition, 
Booij [38] described that younger physicians are inclined to make more interactive 
treatment decisions than older physicians. A fifth reason could be that ICU nurses 
and other disciplines are insufficiently proactive to get involved in interdisciplinary 
team meetings. Studies showed that involving all professionals is essential, how-
ever studies did not describe whether all professionals have all competences to get 
involved. However, according to Fridh [51], several studies report that ICU nurses 
are now more proactive in discussions concerning EOL decisions. A last reason for 
not involving professionals might be a different experience of involvement. Curtis 
& Shannon [40] described that 50% of the physicians reported that the decision-
making was collaborative between physicians and ICU nurses, whereas 27% of the 
ICU nurses reported such collaboration. McAndrew & Leske [45] described that 
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nurses focused on how they communicated and collaborated with physicians, while 
physicians discussed communication with relatives. Nurses experienced difficulties 
in communication with physicians. In contrast, physicians did not describe any ex-
periences in which they had difficulty communication or collaborating with nurses.
To accomplish the involvement of all professionals, it is essential to get insight into 
the perspectives of all professionals, and the competences that are needed for 
involvement in interdisciplinary team meetings, for example being proactive and 
possessing adequate communication skills. Therefore, it is recommended to get 
insight into those perspectives and competences needed. 
The fourth team process is decision-making, which is the most common activity 
during interdisciplinary team meetings. Essential in decision-making is the ability 
of all team members to remain open to new ideas and to be willing to incorporate 
feedback from all professionals into the care plan [57]. This review showed interdis-
ciplinary decision-making as a recommendation, but the decision-making process 
still often occurs without the perspectives of all professionals [4,5,8,17-19,44]. Stud-
ies showed that ICU nurses do want to be involved [45,46,48]. However, Schwar-
zkopf et al. [42] described that interdisciplinary decision-making can increase the 
risk of burnout in ICU nurses. Therefore, before actively involving ICU nurses in the 
decision-making process, it seems essential to get insight the possible barriers and 
consequences of this involvement. It is has to be studied if specific characteristics 
are needed to prevent burnout while being involved. 
The fifth team process is negotiation, which takes place as part of the decision-
making process to achieve consensus about a decision [57]. Lacking consensus 
may lead to stress and dissatisfaction amongst professionals, as well as patients 
and relatives. For achieving consensus it is important to acknowledge the differ-
ences in perspectives between ICU professionals [34,36]. 
Therefore, it is recommended striving for consensus between professionals, based 
on the patients and relatives’ interests. Consensus can be accomplished through 
actively listening to each other’s perspectives, comparing the perspectives with the 
patients’ interests, involving an ethicist, or asking for a second opinion. Therefore, 
it is recommended that disagreements between professionals of the interdisciplin-
ary team are resolved before speaking with the patient and his relatives. 
The last team process is team leadership. Interdisciplinary team leaders play a 
key role in facilitating decision-making and the exchange of information [57]. Dur-
ing EOLC in the ICU, it seems obvious that the physicians are the team leaders, 
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because in the end, they are responsible for the medical treatment. However, as 
mentioned in the team process, it is essential to take all perspectives into account. 
The recommendations are developed on the basis of best available evidence, to 
reduce variation of practice, to improve quality of care, and to ensure that current 
evidence is used in care [60,61]. Before the recommendations will have this effect, 
they have to be implemented. Translating recommendation into practices gives 
barriers. Before implementing the recommendations, it is recommended to edu-
cate all professionals about their role, responsibilities and communication skills, 
and to develop an adequate implementation plan. 
methodological limitations
The included studies originated mostly from the USA, where shared decision-making 
is common, in European countries the final decision is usually made by the physician. 
The second limitation we faced, was the moderate quality of the included studies. A 
moderate quality incorporates a high risk of bias, but similarities in the results support 
the results. Eight of the twelve recommendation were of medium evidence. Third, the 
included studies used vague or no definitions of communication and recommenda-
tions. The recommendations remained vague, and as a result, reviewing the literature 
was challenging. Because of the methodological quality of the included studies and 
the medium to weak evidence for the recommendations, further research is needed. 
This research should focus on developing and identifying recommendations, and the 
implementation of promising results for improving interdisciplinary communication in 
the ICU. 
CONCLUsION
This review provides an overview of recommendations about interdisciplinary 
communication between ICU professionals during EOLC in the ICU. Based on the 
literature, it is recommended that interdisciplinary team meetings are performed 
on a daily basis, with all ICU professionals involved present. All professionals 
should have input in those meetings, ensuring that all perspectives of care are 
discussed. Furthermore, education in communication skills, focussing on EOLC, 
is recommended. Further research is needed and should focus on identifying 
recommendations for improving interdisciplinary communication in the ICU, and 
on identifying the reasons that cause non-involvement of all professionals in inter-
disciplinary team meetings. 
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absTracT
aim: The aim of this study was to examine the role and responsibilities of ICU 
nurses regarding the spiritual aspects of End-of-life care in the ICU, from the chap-
lains’ perspectives.
method: An explorative study including inductive thematic analysis was used. Two 
focus group interviews with in total eleven chaplains working in several Dutch ICUs 
were performed.  
results: The focus group interviews resulted in five themes: 1. Awareness of ICU 
nurses, 2. Communication, 3. Nursing interventions, 4. Multidisciplinary care, and 
5. Education. In total, twenty recommendations were formulated.  
conclusions: This explorative study provides an overview of the perspectives of 
chaplains about the role of ICU nurses during EOLC, specified to spiritual care. 
Chaplains mentioned different roles, responsibilities and competences which 
are needed for ICU nurses to give spiritual care. These roles, responsibilities and 
competences included giving spiritual care to patients and families as standard 
care. Chaplains agreed that ICU nurses should start and maintain a dialogue with 
patient and families, but that it is also important to be aware of one’s own spiritual 
background. However, education about spiritual care is needed to establish this. It 
could be recommended to educate ICU nurses during their ICU training or retrain-
ing about spiritual care and reflection.
Keywords: Intensive care units, End-of-life care, explorative study, spiritual care, 
nursing care
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inTroducTion
In Europe, 6 to 27% of all intensive care unit (ICU) patients die in the ICU, and 
in the USA 10 to 29% [1, 2]. In the Netherlands nearly 8% dies [3]. Over 85% of 
those deaths occur after withholding or withdrawal of life-sustaining treatment 
[4]. Since the aging, the increasing complexity of ICU patients, and the increasing 
number of critically ill patients, the number of decisions to withhold or withdraw 
life-sustaining treatment will grow as well [5]. The care provided before, during and 
after withholding or withdrawing life-sustaining treatment is referred to as End-of-
life care (EOLC). 
EOLC consists of different aspects of care, such as symptom management, per-
sonal care such as bathing, informing family and supporting the patient and family. 
Since most of the ICU patients are unconscious, family of the patient plays a pivotal 
role during EOLC. During EOLC, ICU nurses, the ICU patient and family are also 
confronted with and have to anticipate and address questions about life and death 
(existential questions) and feelings about life and death. In this study, questions 
about life and death are referred to as spiritual questions. 
Ruder [6] defined spirituality as ‘a person’s search for or expression of his or her 
connection to a greater and meaningful context’, whereas Steinhauser et al. [7] de-
fined spirituality as ‘the search for attention to the ultimate meaning and purpose 
in life, often involving a relationship with the transcendent’ and focused on the 
construct of ‘being at peace’. Ruder [6] described that spirituality is a natural part 
of human existence and can mean different things to different people. All people 
are spiritual regardless of their religious beliefs [6]. Spiritual needs of patients and 
family consist of, for example, singing, listening to music, laughing, being with 
family or friends, having nice thoughts, praying, and attending a religious ritual [8]. 
Bremer et al. [9] showed that in acute care the ability of professionals to recognise 
and respond to peoples’ spiritual questions and needs is essential. Since the con-
sequences of EOLC for family members may be severe, it is reasonable that EOLC 
is provided for patients as well as family members [10, 11]. In addition, families of 
deceased ICU patients are more satisfied with overall care when spiritual support 
is provided within the last 24 hours of the patients’ life [12]. Most nurses consider 
themselves quite competent in acknowledging and assessing spiritual needs. Ac-
cording to them, they do recognise spiritual needs, such as the need for conversa-
tions about religion, anxiety or depression. However, despite their competences 
to acknowledge the spiritual needs of patients and family, nurses do not perform 
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spiritual care often [13]. This can be explained due to lack of time for this type of 
care, and the lack of education on performing spiritual care [14, 15]. However, none 
of this studies were conducted in the ICU.
Normally, hospital chaplains are the professionals who provide spiritual care in 
the inpatient setting [16]. Chaplains have shown to be important in various clinical 
contexts, including the decision-making process [16]. Moreover, hospital chaplains 
frequently work in different ICUs, which enables them to assess the meta-level of 
spiritual aspects of ICU care. However, not all ICUs have access to chaplains. 
Although chaplains are considered as the professionals who provide spiritual care 
in the hospital, ICU nurses have to deal with spiritual aspects of EOLC in the ICU 
as well. In previous studies, family of deceased ICU patients and ICU nurses were 
interviewed about their experiences and perspectives of EOLC in the ICU. Fam-
ily members mentioned that the ICU nurses not always asked for their need of a 
hospital chaplain, even though they had wished for one [17-19]. In addition, ICU 
nurses mentioned that they were aware of the possibility of a visit of a chaplain, 
but they did not always suggest this to the patient or his family. ICU nurses said 
they only offered this service when they were under the impression that the patient 
and/or family were in need of spiritual support. Next to that, ICU nurses stated 
that education in EOLC for patients and family from other cultures and with other 
religions is needed [14, 15, 20]. It seems that patients and families have a need for 
spiritual, support, but that they do not always receive this support. Additionally, 
ICU nurses do not always seem to be aware of the spiritual needs of the patient and 
family and the way they can support patients and families.  
To understand the role of ICU nurses during EOLC regarding the spiritual aspects 
of EOLC of patients and family, and their spiritual questions, it is important to know 
how to deal with the needs and wants of patients and family regarding spiritual 
aspects of EOLC. In addition, it is acknowledged that spiritual care contributes 
to spiritual, emotional, physical and psychosocial wellbeing [21]. Although there 
is a broad consensus on the essence of spiritual care during EOLC, only limited 
attention is paid to it in clinical practice [21]. Hospital chaplains seem to be well 
suited to assess this role of ICU nurses, because it corresponds with their own role 
as professional, they are independent, and they are experts of spiritual aspects of 
EOLC. Therefore, the perspectives of hospital chaplains regarding the role of ICU 
nurses in relation to the spiritual aspects of EOLC are studied. Therefore, this study 
aims to gain insight into the perspectives of chaplains about the ways ICU nurses 
should deal with the spiritual aspects of EOLC for patients and family. 
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This study focuses on the role of ICU nurses regarding the spiritual needs and 
wants of patients and family, because the ICU is a setting where life and death go 
hand in hand. The role of ICU nurses regarding spiritual care is not yet fully defined 
and performed very miscellaneous, even though the importance of spiritual care 
is acknowledged. To our knowledge this is the first study exploring the role of 
ICU nurses during EOLC, from the chaplains’ perspective with a focus on spiritual 
aspects of care.
METHOD
To gain insight into the perspectives of the chaplains on the role of ICU nurses 
regarding spiritual aspects of EOLC, we conducted an explorative study, since 
explorative studies are undertaken when a new area is being investigated or 
when little is known about an area of interest [22]. Focus group interviews were 
performed to gather data. In focus group interviews the group process can help 
people to explore and clarify their views in ways that would be less easily accessible 
in a one on one interview [23]. 
Interaction is the key to the method, giving the method a high level of face valid-
ity, since the participants’ opinions can be confirmed, reinforced or contradicted 
within the group discussion [24].
sample and setting
The respondents consisted of chaplains, because of their expertise, knowledge and 
experiences with spiritual aspects of care. Chaplains were recruited through pur-
posive sampling. The National Chaplain Association was asked by the researcher 
(MN) to send an invitation for focus group interviews to all members. The associa-
tion sent the invitation to about 270 chaplains working in several Dutch hospitals 
and asked them to contact the researcher if they were interested in participation. 
Chaplains were considered eligible when they worked as a chaplain in an ICU and 
spoke Dutch. 
When the chaplain agreed to participation, more information about the study was 
provided. The researcher asked participants to attend one of the two focus group 
interviews. 
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ethical considerations
Verbal and written information about the study was provided to potential partici-
pants. After willingness to participate, written informed consent was obtained from 
all participants. At the start of the focus group interview, the researcher explained 
the participants that they could refuse or stop to participate at any time. The Com-
mittee on Research Involving Human Subjects region Arnhem/Nijmegen waived 
the need for ethical approval.
data collection
Twenty-six chaplains contacted the researcher for possible participation. Six chap-
lains were not able to participate on the proposed dates, three chaplains were 
not able to participate because of the location of the interviews, two chaplains 
lost their job as a result of a reorganisation, one chaplain was ill during the focus 
group interviews, and three chaplains did not respond after the first e-mail contact. 
Eleven chaplains participated.  
Two focus group interviews with in total eleven chaplains were held, discussing 
their perspectives on the role of ICU nurses. Recommendations about the number 
of participants in the literature range from 4-8 participants [23], 6-12 participants 
[25] or 8-12 participants [24] for each focus group interview. The maximum number 
of participants in our focus group interview was six, because this increased the 
interaction and the smaller groups allowed us to fully explore a broader range of 
participants’ perspectives [24].
The number of two focus group interviews was enough, because too many groups 
can lower the quality of focus group studies; the more pages of transcribed inter-
views, the less depth and richness can be extracted from the material [27]. A third 
focus group interview in this study was not deemed necessary, since similar topics 
were mentioned in both focus group interviews, and data saturation was reached. 
Besides, this study aimed to explore the perspectives of chaplains about the role 
of ICU nurses.  
The focus group interviews were conducted at the university in December 2014, 
and both lasted 120 minutes. An independent chairman started the focus group 
interview with a narrative-inducing question: ‘Could you tell us about the role of 
ICU nurses during EOLC, related to spiritual aspects of EOLC from your profes-
sional perspective?’. Only this narrative-inducing question was formulated, since 
we assumed that the chaplains knew how to answer the question about the role of 
ICU nurses. 
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During the focus group interviews, the chairman frequently summarised the quotes 
of the chaplains. In this way, the chairman interpreted the meaning of what the 
chaplains said and checked the meaning afterwards if the right interpretation had 
been made, through which one possible interpretation left [28]. 
The researcher attended the focus group interviews, but did not participate. How-
ever, incidentally the researcher asked for clarification of quotes of chaplains. 
data analysis
Focus group interviews were video-recorded and transcribed verbatim, ranging 
in size from 14.222 to 18.000 words. The videos were used during transcription to 
make sure that the quotes were related to the right respondent or chairman. An 
inductive thematic analysis was used to gain understanding about the perspectives 
of chaplains of the role of ICU nurses during EOLC in the ICU. Two researchers 
(MN, BD) made the thematic analysis of the interviews. Transcripts were analysed 
for content line by line, and codes were noted in the margins, creating a label for 
each sentence. The codes were grouped and labelled using broader categories 
and themes. 
Validity
During the focus group interviews, the chairman regularly summarised the discus-
sion, to reduce investigator bias and interpretation [29]. As described, interaction 
gave the method a high level of face validity [24].
One focus group interview was independently analysed by two researchers (MN, 
BD). This interview was discussed by the two researchers. The researchers worked 
towards consensus in interpretation. This iterative process constituted investigator 
triangulation and increased the reliability of the analysis [29]. The transparency 
of the analytical process and verifiability of the research was enhanced by using 
memos made by the researchers to explain interpretations and conclusions. 
The first researcher mainly carried out coding and development of categories, peer 
review was performed by the second researcher. 
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REsULTs
demographics of participants
Eleven chaplains participated in two focus group interviews. Six of them were 
women. Eight worked in an ICU of a community hospital and three in a university 
hospital. Hospitals all over the Netherlands were represented. 
The chaplains had different spiritual backgrounds, including Roman Catholicism 
(n=8), Buddhism (n=1), humanism (n=1), Hinduism (n=1), and general (n=1) (Table 1). 
main results
The chaplains gave a description of the role of ICU nurses regarding spiritual as-
pects of EOLC in the ICU from their professionals’ point of view. Besides the role 
and responsibilities, the chaplains mentioned characteristics and competences 
that are needed for ICU nurses to accomplish these role and responsibilities, ac-
cording to them. Chaplains gave also some recommendations on how ICU nurses 
could act in spiritual care. In total, 20 recommendation were formulated. The focus 
group interviews resulted in five themes: (1) Awareness of ICU nurses, (2) Com-
munication, (3) Nursing interventions, (4) Multidisciplinary care, and (5) Education 
about spiritual aspects of EOLC. 
The chaplains did not agree about the prioritisation of the themes. Some chaplains 
prioritised awareness above communication, where others considered communi-
cation the most important aspect. 
Table 1. Demographics of participants.
sex Type of hospital no. of
participants
age (years)
mean (range)
experience in icu 
(years)
mean (range)
specialty
Female
Academic - - - -
Community 6  50 (range 26-63) 6 (range 1-11)
Catholicism 5x
Overall 1x
Male
Academic 3 51 (range 45-58) 3.5 (range 3-6)
Catholicism 2x 
Buddhism 1x
Humanistic 1x
Community 2 56 (range 47-64) 3.5 (range 2-5)
Catholicism 1x
Hinduism 1x
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Awareness of ICU nurses
All chaplains agreed on the importance of self-awareness of ICU nurses. An ICU 
nurse should know who she is and what her own spiritual background is. Chaplains 
mentioned that, without knowing one’s own background, it is not possible to 
open oneself for the background of others; judgements and prejudices remain. 
Chaplains mentioned that ICU nurses’ own background need to be put aside if 
they want to connect with the needs and wants of patients and family with different 
spiritual needs. In addition, one chaplain mentioned that it is quite easy to care 
from the perspective of the nurses’ own background, and transfer it to the patient 
and family. 
‘If you speak about the last two hours of the patient, the medical treatment stops. 
It is hard for ICU nurses to put their own background aside, find the way to 
connect with the situation. You have to stop your own judgements. It seems 
quite hard for me.’ (Chaplain 1)
Recommendations of chaplains:
1. ICU nurses need to have aware of themselves and have knowledge of their own 
(spiritual) background.
2. ICU nurses should put their own background aside before connecting with the 
needs and wants of patients and family.
Communication
Communication was considered important in care for patients and family with 
spiritual backgrounds that differ from the ones ICU nurses adhere to. Chaplains 
agreed that ICU nurses need to inquire always after the patients’ and family’s 
spiritual needs and wants. Four chaplains mentioned that it is important to ‘speak 
the language’ of the patient and family, not meaning the actual language, but the 
language patient and family uses in order to discuss the needs e.g. straightforward, 
with humour or equivocate. 
Due to stress and anxiety, patients and family do not always understand or remem-
ber what is said. Also, in the Netherlands it is quite standard to discuss suffering 
and death in an open and honest way. However, chaplains mentioned that in 
other cultures, the use of words like death and dying can be seen as threatening, 
rather than open and honest. Therefore, chaplains recommended that ICU nurses 
should choose their words carefully, connecting to the needs and language of the 
patient and family, and should repeat information. Chaplains mentioned the use of 
communication techniques as asking supplementary questions and open-ended 
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questions. Chaplains also recommended to ask for questions behind questions. 
For example, when asking about blood pressure, does the family member want 
to know the blood pressure, or is he afraid and does he need emotional support?
‘I find it really important that an ICU nurse can ask questions, like, what do you 
need, who do you want to have for support, and can you tell me what kind of 
support you want? (Chaplain 10)
Yes, those are quite straightforward questions, but they are concrete.’ (Chaplain 
8)
Chaplains mentioned the importance of using nonverbal communication. Two 
chaplains described the importance of knowing and being aware of your own at-
titude and communication style, such as showing empathy and interest. ICU nurses 
can use nonverbal communication such as putting a hand on the shoulder of the 
patient or family member, to show proximity.   
Misunderstandings are quite common due to differences in spiritual background of 
patients, family and professionals. Chaplains mentioned that it is important to ask 
family to repeat what you have said to check whether information is understood 
correctly or (mis)interpreted. Two chaplains also recommended not to use a family 
member as an interpreter in case of immigrants, because there is a possibility that 
family does not translate all the information out of protection and respect for the 
patient. 
‘I experienced that one person says God, someone else says Allah, and the next 
one says ‘something’. In the end, it really does not matter, but if you use the 
wrong word, that, sometimes, does matter. So, it is always necessary to carefully 
explore….who are these people and what kind of language do they use.’ 
(Chaplain 2)
Recommendations of chaplains:
3. ICU nurses should inquire after patients’ and families’ spiritual needs and wants.
4. ICU nurses should ‘speak the language’ of the patient and family.
5. ICU nurses should choose words carefully, connecting with the needs and lan-
guage of the patient and family.
6. ICU nurses should repeat information.
7. ICU nurses should use communication techniques as asking supplementary 
questions and open-ended questions.
8. ICU nurses should ask for questions behind questions.
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9. ICU nurses should know and be aware of non-verbal communication, their own 
attitude and communication style, such as showing empathy, interest, or put-
ting their hand on the shoulder of the patient of family member or (non-)verbal 
communication which could be interpreted the opposite such as groaning or 
frowning.
10. ICU nurses should ask family to repeat what they said to check whether informa-
tion is understood correctly or (mis)interpreted. 
11. ICU nurses should not use a family member as an interpreter.
Nursing interventions
Three chaplains agreed that the most important nursing intervention is observing 
and active asking the need of support during EOLC. Therefore, ICU nurses should 
take time to build a relationship with the patient (if awake) and his family. This can 
be done through showing interest. 
Chaplains mentioned that in most cultures it is important to have a relationship 
with each other before you can talk about treatment and care. A relationship gives 
trust. 
Two chaplains described that they prefer involving a hospital imam rather than 
an acquainted imam, because the hospital imam knows the health care system. 
However, all chaplains agreed that even for non-religious patients, patients and 
family have the need to talk about spiritual questions. This can be combined with 
performing rituals. Therefore, chaplains considered it important that ICU nurses 
should observe and ask whether patients or family have a need to discuss spiritual 
questions. 
Furthermore, ICU nurses should create a moment to say goodbye. One chaplain 
mentioned that some families are not able to say goodbye in the last moments 
because the patient has not yet passed away. One of the chaplains advised ICU 
nurses to help those families by supporting them and creating a moment for say-
ing goodbye. According to the chaplain, this can be done, for example, through 
creation of a peaceful environment or to give every family member some time 
alone with the patient, if desired. Another way is creating a peaceful environment 
such as playing music and dimming the light. 
Chaplains mentioned that family members redefine the roles in a family when the 
patient is dying. ICU nurses should pay attention to this, because some families 
need help in this redefinition. 
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‘In the last moments before death, a redefinition takes place, for example children 
of the age of seventeen could become the oldest in the family and a mother is 
not there anymore. (Chaplain 2)
Chaplains also mentioned the fear of ICU nurses for not being able to contribute 
to the wishes and needs of patients and family during EOLC. The fear is mostly 
caused by not being able to talk with the patient about needs and wants. Also, 
the noise of medical equipment during EOLC causes stress for nurses and family. 
Chaplains see that ICU nurses try to do their best, but sometimes just do the wrong 
things because of not knowing the specific needs in this personal case.
‘They were withdrawing the life-sustaining treatment, which was clear. Therefore, 
I was asked for the last rite. During the ritual, the drip started beeping because 
the drip was empty. The nurse runs into the room to change the drip. She tried 
to do the  best thing, but she did not. The ambience of that moment was gone, 
the family had to start over their goodbye.’ (Chaplain 11)
Another recommendation of chaplains to ICU nurses is having one contact person 
of family members. This person could be the person with whom the nurses have 
the most contact with. Most nurses think that in some cultures it has to be a man, 
but that is not true according to the chaplains. They recommend to pick the person 
who you are in contact with, speaks Dutch and seems to understand what is going 
on. With the contact person, the ICU nurses can make agreements about the total 
number of persons in the room, visiting hours and involvement in care. 
Chaplains also mentioned the importance of realising that everything you do has 
meaning to family. Most family members will remember all care and information 
provided in the last hours. Chaplains said that the mourning process has already 
started, and that ICU nurses should be aware of that. 
‘It is known, that in the last hours before death of the patient…everything that 
happens in those hours, not being said, gestures, that those things become 
meaningful for family members. This can be a look, a wrong look, looking the 
wrong way. Or it can be the whispering, family thinking, why are they whispering? 
And continuing, in the mourning process, it all precipitates. Everything that 
happens  becomes meaningful. You have to realise this. You cannot do it over’. 
(Chaplain 4)
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Yes, it is possible in the ten days before death for example, because the next shift 
someone else will take care of the patient. But those last hours, you are not able 
to redo those, everything is meaningful.’ (Chaplain 1)
Recommendations of chaplains:
12. ICU nurses should observe and actively ask for needs of support by family 
members during EOLC, and if there is a need to discuss spiritual questions. 
13. ICU nurses should take time to build a relationship with the patient and his 
family through showing interest. 
14. ICU nurses should create a moment to say goodbye. 
15. ICU nurses should pay attention to the redefinitions of roles in the family.
16. ICU nurses should have one contact person of family members, with whom 
nurses have most contact. 
17. ICU nurses should realise that everything that they do has meaning for family.
Multidisciplinary care
All chaplains mentioned the importance of multidisciplinary care, also involving 
chaplains in the patients’ care. This can be done when the patient or family asks for 
them, but also when ICU nurses are not sure how to help the family and patient. 
Chaplains explained that nowadays they often get involved just before the death 
of the patient, although they can provide family, patient and professionals with 
support before EOLC starts. 
’The doctor can inform the family, but the support of the family is taken care of by 
the ICU nurse and me if necessary.’ (Chaplain 8)
Chaplains recommended ICU nurses to inform family and patients about the role 
of chaplains, and advised them not to mention the church. Chaplains were aware of 
the wrong image family and professionals have of their profession and the negative 
influence of this image on care, and mentioned that their involvement depends on 
the image of the professionals and family have. 
Recommendations of chaplains:
18. ICU nurses should involve other disciplines, such as chaplains or hospital imams 
for spiritual care. 
19. ICU nurses should inform family about the role and possibilities of chaplains, 
without mentioning the church.
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Education about spiritual care during EOLC
All chaplains mentioned the need of having knowledge and competence about 
spiritual care. ICU nurses need that knowledge and competence to assess the 
patient’s and family’s need of spiritual care. 
Two chaplains mentioned the need for education. They found that education for 
nurses is the responsibility of the chaplains. Chaplains should inform and educate 
ICU nurses about the care they can give to patient and families with their own 
spiritual background. 
‘It is of course about having knowledge. Knowing about all the possibilities, also 
about the possibilities of chaplains.’ (Chaplain 7) 
Chaplains mentioned some subjects for education, for example moral delib-
eration, creating circumstances for spiritual care, assessing the needs and wants, 
self-awareness, asking for questions behind the question, and the role of other 
professionals in relation to spiritual care. 
‘…once a year they need education about this. And not about vague things, 
but about concrete stuff: what is the role of chaplains in the ICU, how about 
the differences between cultures, how do people deal with living and death?’ 
(Chaplain 11)
Recommendations of chaplains:
20. ICU nurses could ask chaplains to educate them about spiritual care, including 
for example the role of chaplains, awareness, and their own role during spiritual 
care.
DIsCUssION
This explorative study aimed to explore the perspectives that chaplains hold about 
the role ICU nurses play regarding the spiritual aspects of EOLC of patients and 
family. After data analysis the results were divided into five themes. Before discuss-
ing the results, it should be mentioned that even though spiritual care is seen as 
something extra in care by most professionals at this moment, it needs to be seen 
as standard care because of the possible consequences for patient and family [12, 
21]. Therefore, it could be recommended to add spiritual care to standard care. 
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This could be done, for example, by adding spiritual needs more specifically into 
the data of the patients’ history.    
One of the five themes is awareness of ICU nurses. Chaplains mentioned this as 
essential for adequate care. ICU nurses should know themselves and avoid judge-
ments and prejudices, before they are able to support others. In line with this, 
Moyo et al. [30] showed that personal and professional values of professionals 
influence their clinical decisions and care. Understanding your own values can help 
improve the decision-making process and care. This can be done by assessing 
your personal and professional values. Moyo et al. [30] integrated values into a 
framework to assess personal and professional values, and to improve awareness 
of professionals’ values, so they can negotiate more. 
This could help ICU nurses to get to know themselves. Strang et al. [31] and Todres 
et al. [32] described (group) reflection as a way to increase awareness of profes-
sionals. It can reveal distinct awareness of the value of sensitivity and supportive 
conversations with patients and family. The latter study of Todres et al. [32] showed 
that education about reflection is needed and, in their study, helped professionals 
in their reflective skills. However, reflection does not seem to be current practice. In 
addition, Bremer et al. [9] showed that the ability of professionals in acute care to 
recognise and respond to peoples’ spiritual questions and needs is essential, and 
that is about moving from patient care to family care, which implied a movement 
from well-structured guidance to a situational response, where professionals had 
to give interpretive, supportive and emotional care. An ICU setting resembles an 
acute care setting, so this movement should take place in the ICU as well, demand-
ing different skills from ICU nurses. Therefore, it is recommended that ICU nurses 
are aware of their own background, through education and stimulating reflection. 
Another important theme that emerged from the data is communication. Strang 
et al. [31] described that existential conversations covered life, death and relation-
ships of the patient and family. They also described that communication techniques 
are important, such as having open conversations, being present and confirming 
information. The study of Todres et al. [32] added ‘language’ to this. The results of 
our study correspond with these results. The chaplains mentioned the importance 
of starting and maintaining a dialogue. Chaplains agreed that it is important to al-
ways be in touch with a patient and his family, having a dialogue in their ‘language’. 
Hall [33] described that conversations are usually guided by internal scripts, which 
dictate our standards for clarity and effectiveness when interacting with others. 
While for some cultures communication is direct and precise, ambiguity and in-
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directness prevail in others. These differences can be described by the concepts 
of high-context and low-context communication [33]. Low-context communication 
is direct and meaning is mostly derived from the verbal message, whereby high-
context communication is indirect and non-verbal messages are important. These 
concepts can help professionals identify their preferred communication style, and 
at the same time they allow them to become aware of how it is perceived by others. 
During EOLC in the ICU, ICU nurses could identify their own communication style 
and compare it with those of the patient and family. Knowing the possible differ-
ences can help the ICU nurse to adapt her communication style to the style of the 
patient and family. 
When ICU nurses are in close contact with the patient and family, they can inform 
about the needs and wants. The study of Strang et al. [31] described that nurses 
have to have the courage to be present and confirming, having time and not trying 
to solve every existential problem. This is in contrast with the thoughts of many 
ICU nurses: they prefer specific recommendations specified to all kind of cultures 
and religions [20]. They indicated they will read the information about the religion 
or culture, and adapt their care instead of asking for specific needs related to their 
culture or religion [34]. Therefore, it is recommended that ICU nurses communicate 
with patients and family about spiritual care, their spiritual needs and wants, while 
adapting their communication style to that of the patient and family. 
Chaplains in this study agreed that multidisciplinary care is important to improve 
spiritual care in the ICU. Choi et al. [16] showed that in most ICUs chaplains become 
involved during the last hours of the patients’ life, chaplains in our study agreed on 
this. They concluded that support and care before EOLC is lacking, even though 
involvement of chaplains has proven to increase satisfaction among family [12]. 
Choi et al. [16] discussed that if chaplains are only associated with care during 
EOLC, the ICU survivors will miss important care as well. Therefore, spiritual care 
needs to be multidisciplinary care, involving ICU nurses and chaplains in an early 
stage of the ICU stay of the patient.  
Even though the involvement of chaplains in spiritual care is described several times, 
the exact role of ICU nurses in spiritual care seems quite vague in the literature. 
The chaplains agreed with the Dutch guideline ‘Spiritual care’, which describes the 
ABC of spiritual care [35]. A is attention (always), B is support (request of patient 
or family) and C is about crisis interventions (if needed). Attention is given by all 
professionals. ICU nurses should give attention through listening, supporting, and 
exploring. Support by ICU nurses is about checking the needs and wants of patients 
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and family by having an introductory conversation about spiritual questions. After 
that, ICU nurses could involve chaplains for further support. The crisis intervention 
for ICU nurses is about assessing and referring to chaplains. Therefore, it is rec-
ommended that ICU nurses provide standard spiritual care, defined in the Dutch 
guideline as A and B, and ask other professionals to support family and patient 
when more support (B and C) is needed. Asking for spiritual needs should be done 
at the beginning and during the ICU stay, not just during EOLC.
Chaplains mentioned to build a relationship with patient and family, to know their 
‘language’ and to adapt your communication to this. Building a relationship is 
sometimes difficult, because of the differing values of professionals and patients 
or family. Knowing your own values and putting these aside is needed to adjust 
your care, as the chaplains mentioned. Building relationships between patient, 
family and professionals has been studied before, and was called care triad [36-
39]. In addition, Walker & Lovat [40] described that a patient who may no longer 
be able to take a role in the decision making process still has a personhood and 
autonomy. Because autonomy is linked to their relationship with others, respect 
for the autonomy of the patient transfers to those others to whom the patient 
is related. Therefore, there needs to be a dialogue with all whom the patient is 
related to, which corresponds with the recommendation of chaplains regarding 
communication of ICU nurses with patient and family.  
Chaplains mentioned the essence of education. In previous studies, ICU nurses 
stated that education in EOLC for patients and family with spiritual needs and 
wants and education about cultures and religions is needed [14,15,20]. This indi-
cates that education about spiritual care, the essence of spiritual care, the role and 
responsibilities of ICU nurses in spiritual care, the role of other professionals in 
spiritual care, communication styles, and reflection to obtain awareness should be 
implemented in nursing education. This does not only include the ICU training, but 
also could be the bachelor of nursing. All nurses should be aware of spiritual care, 
not only ICU nurses, and therefore need education about this care. In addition, tak-
ing care of all aspects of care, including spiritual care, is also described in the new 
profile of Dutch nurses, Bachelor Nursing 2020 (41). This in an important statement, 
because Houtlosser [42] described that nowadays ICU nurses spend most of their 
time on the technical aspects of care for the patient.
implications for clinical practice and future research
The results presented in this study have several implication for clinical practices. 
The different recommendations which were suggested by the chaplains could 
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be taken into consideration by ICUs. The recommendations are concrete, which 
makes it easier to implement them into practices. These changes should focus 
on standardising spiritual questions in current nursing plans, patients’ history and 
care. 
Before being able to make these changes, nurses should be educated about 
spiritual care, their role and responsibilities in this care, and also about awareness 
of their own spirituality. Nurses could learn more about reflection, general spiritual 
care, multidisciplinary care, communication styles and integrating spiritual care in 
their daily practices. 
Future research could focus on what is needed to establish the awareness by ICU 
nurses, and what is needed to integrate spiritual care in the daily practices. Besides, 
more research about the role and responsibilities of ICU nurses regarding spiritual 
care during EOLC is needed.
methodological consideration
Some limitations of this study must be conceded. For this study we asked the Na-
tional Chaplain Association to recruit respondents. In total 270 chaplains received 
the invitation. It is possible that chaplains who are more interested in discussing 
the role and responsibilities of ICU nurses regarding EOLC in the ICU consented 
to participate. In addition, only chaplains who were member of the association 
were informed about the focus group interviews. Therefore, a selection bias is 
introduced. Many chaplains wanted to participate, but due to limited time and 
access of chaplains for the focus group interviews not all of them did. Nevertheless, 
the number of participants (n=11) and the number of focus group interviews (n=2) 
was adequate for the aim of this study, as described in the data collection [23, 26, 
27]. All respondents worked in ICUs all over the Netherlands and had different 
backgrounds, which made the study population diverse, and broadened the data. 
This study included all kinds of chaplains and showed variations in perspectives. 
This increased the trustworthiness of the study. 
The study was strengthened by reducing investigator bias and interpretation, by 
intending face validity, investigator triangulation and peer review. 
This was accomplished by summarising and interaction during the focus group in-
terviews, independent analysis of two researchers, and working towards consensus 
in interpretation. 
131
Spiritual care
CONCLUsION
This explorative study provides an overview of the perspectives of chaplains about 
the role of ICU nurses during EOLC, specified to spiritual care. The data can be 
divided into five categories: awareness of ICU nurses, communication, nursing 
interventions, multidisciplinary care, and education about spiritual care during 
EOLC. 
Chaplains mentioned different roles, responsibilities and competences which are 
needed for ICU nurses to give spiritual care. Twenty recommendations were formu-
lated. These roles, responsibilities and competences included giving spiritual care 
to patients and families as standard care. ICU nurses should start and maintain a 
dialogue with patient and families about spiritual needs and wants. Therefore it is 
important for ICU nurses to be aware of their own spiritual background. Without 
knowing oneself, it seems impossible to perform this type of care. However, educa-
tion about spiritual care is needed to establish this. It could be recommended to 
educate ICU nurses during their ICU training or retraining about spiritual care and 
reflection. 
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absTracT
background: Quality of care can be achieved through evidence-based practice. 
Guidelines can facilitate evidence-based practice, such as the guideline ‘End-of-
life care in the intensive care unit, nursing care’. Before intensive care nurses are 
able to use this guideline, it needs to be implemented in clinical practice. Imple-
mentation is a complex process and may need support.
aim: To examine the effectiveness of supporting intensive care units on imple-
menting the guideline.
design: Cluster randomised controlled trial.
methods: Intensive care nurses of eight intensive care units in the intervention 
group followed a supportive programme to educate them on implementation. 
The programme consisted of theory on implementation. The intervention group 
focused on a stepwise approach to implement the guideline. The control group 
(n=5) implemented the guideline independently or used the standard implementa-
tion plan supplementary to the guideline. The effectiveness of the programme was 
measured by questionnaires for nurses, interviews with nurses, and a questionnaire 
for family of deceased patients, in the period from December 2014 till December 
2015. 
results: Overall, an increase in adherence to the guideline was found in both 
groups. The intervention group used the guideline more, but on some aspects the 
control group had a better score. Care for the patient and the overall nursing care 
scored significantly better according to family in the intervention group.
conclusion: The increase in adherence to the guideline recommendations and the 
significant higher satisfaction of family in the intervention group might indicate 
that the supportive programme had a positive effect. 
No trial registration number available.
Keywords: intensive care unit, End-of-life care, nursing care, guideline, implemen-
tation, cluster randomised controlled trial
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inTroducTion
High quality of care is important in health care. Increasing the quality of care can 
be achieved by evidence-based clinical practice (EBP), which is defined as ‘an ap-
proach to decision-making where the clinician uses the best evidence available, in 
consultation with the patient, to decide on the option which suits that patient best’ 
[1]. The use of guidelines can facilitate EBP. 
In the last 30 years, the use of clinical guidelines to facilitate EBP has increased [2]. 
Clinical guidelines are developed on the basis of the best available evidence, to 
reduce variation of practice, to increase quality of care and consistency of care, and 
to ensure that current evidence is used in care [3,4]. 
Despite the possible increase of quality of care achieved by the use of clinical 
guidelines, there is variability in observed effectiveness and adherence [5]. A gap 
between recommended care and clinical practice often persists [6]. Translating 
guidelines into practice (implementation) poses barriers, since developing and dis-
seminating guidelines does not ensure adherence. The effectiveness of guidelines 
depends on characteristics of the guideline as well as on the choice of implemen-
tation strategies [4, 7].   
Different models and frameworks have been developed to guide the implementa-
tion process, which differ in their applicability and complexity [8]. One of these 
models was developed by Grol and Wensing and provides a stepwise approach 
that was used in this study (Figure 1)[9, 10].
In the intensive care unit (ICU), nurses use guidelines in their daily practice. Part of 
nursing care in the ICU is End-of-life care (EOLC). EOLC is care provided to the pa-
tient and family before, during and after withdrawing or withholding life-sustaining 
treatment [11]. EOLC is complex care, which includes different aspects of care and 
involves different professionals. Each professional has his own expertise, role and 
responsibilities. 
1. Describing specific change targets
2. Analysis of target group, current practice, and context
3. Development/ selection of implementation strategies
4. Development and execution of implementation plan
5. Continuous evaluation and adapting implementation plan
figure 1. Model for effective implementation.
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In 2014, a Dutch guideline, called ‘End-of-life care in the ICU, nursing care’, was 
developed [12]. This guideline focuses on the nursing EOLC in the ICU, with the 
aim to increase the quality of EOLC in the ICU. This guideline includes an imple-
mentation strategy as well. 
METHOD
aim
Knowing the complexity of implementation and the importance of evidence based 
guidelines to improve care makes it essential that the guideline is adequately 
implemented. Therefore, additional support for ICUs during the implementation 
of the guideline has been developed. 
However, the evidence regarding effective implementation strategies is less clear, 
and in some situations contradictory [13]. Therefore, the aim of this study was to 
examine the effectiveness of supporting ICUs on implementing the guideline ‘End-
of-life care in the ICU, nursing care’. 
design
This study was designed as a cluster randomised controlled trial with ICUs as the 
randomisation units, and with baseline and two follow-up measurements. The inter-
vention group received a programme supporting the implementation of the guide-
line, whereas the control group had to implement the guideline independently or 
could use a standard implementation plan supplementary to the guideline. 
sample
Participating wards were recruited by purposive sampling in 66 hospitals in the 
Netherlands from September 2014 until October 2014. 84 ward managers of ICUs 
of 66 hospitals received an invitation for participation. Managers who were inter-
ested in participation (n=21) were contacted by the researcher. After informing the 
managers, 16 agreed to participate. After randomisation, eight ICUs were allo-
cated to the intervention group and eight ICUs were randomised to control group. 
All participating ICUs received a written and digital version of the guideline. Each 
participating ICU appointed two ICU nurses. One nurse was the contact person, 
the second nurse was a stand-in and sparring partner of the contact person.
After randomisation, three ICUs decided not to continue their participation in the 
study. Two ICUs made this decision due to organisational reasons. One ICU did not 
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provide a reason. All three ICUs were allocated to the control group. Just before the 
last measurement, one additional ICU of the control group had to decide to end 
their participation due to severe illness of both contact persons. They did however 
participate in the interviews at T0 and T1, at T2 one contact person participated. 
Figure 2 represents the recruitment flowchart.
intervention
The intervention consisted of a programme supporting the intervention group dur-
ing their implementation. The first contact person of the intervention group par-
ticipated in the interactive supportive programme, the so-called implementation 
leaders. The implementation leaders were nurses who lead the implementation 
within the organisation by managing and planning the implementation. Implemen-
tation leaders had to have at least one year of working experience in the ICU. 
figure 2. Recruitment flowchart.
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The programme consisted of four meetings, each lasting one day, over a period 
of nine months. The aim of the programme was to increase the knowledge and 
implementation skills of the implementation leaders. At each meeting, one or 
two steps of the implementation model of Grol & Wensing were introduced and 
discussed (Figure 1). 
Besides support, coaching and education, the programme consisted of the follow-
ing components:
• Time to share experiences on the execution of different steps of implementa-
tion. Implementation leaders adopted aspects of other implementation leaders 
for the implementation in their ICU, and learned from other implementation 
leaders how to overcome potential barriers or problems.
• Workshops with themes introduced by implementation leaders (e.g. possible 
ways to motivate colleagues, the use of various communication skills). 
Workshops were guided by an expert who advised on barriers and problems en-
countered during the implementation process. 
The implementation leaders had to report the results of the actions they performed 
in their own ICU and present the process, barriers and results during each meeting. 
In Table 1 an overview of the content of each meeting is presented. The programme 
was designed by the expert. 
Table 1. Content of interactive supportive programme.
implementation steps according to model of 
Grol & Wensing [9]
content of meetings
Day 1: 
Development of specific implementation plan
Context analysis
Lecture: introduction of guideline
Lecture: introduction context analysis
Day 2:
Context analysis
Implementation strategies
Analysing and sharing experiences on performed context analysis
Lecture: introduction implementation strategies
Workshop: communication skills, feedback and resistance
Day 3:
Implementation strategies
Implementation plan
Analysing and sharing experiences on implementation strategies
Workshop: communication skills, collaboration, coaching, leadership
Lecture: introduction implementation plan
Day 4:
Implementation plan
Embedding and monitoring
Analysing and sharing experiences on implementation plan
Lecture: introduction embedding and monitoring the guideline
Workshop: communication skills, collaboration
Day 5:
Sharing experiences with control group
Evaluation
Sharing experiences in four workshops (each representing a day of 
the programme) presented by the implementation leaders of the 
intervention group
Evaluation of developed personal and professional skills
141
Implementation effectiveness
A fifth day was organised for both the intervention and control group to share 
experiences. 
data collection
The programme lasted from December 2014 until September 2015, the fifth 
meeting was in December 2015. Data were collected using questionnaires for ICU 
nurses (T0 December 2014, T2 November 2015), interviews with ICU nurses (T0 
December 2014, T1 June 2015, T2 November 2015), and questionnaires for families 
of deceased ICU patients (T2 November 2015).
Primary outcomes were the scores on applying 25 recommendations of the guide-
line. These selected recommendations were considered most important by ten ICU 
and palliative care experts during the development of the guideline (Appendix 1). 
Secondary outcomes were aspects related to the implementation process.
Questionnaire ICU nurses
The target group of the questionnaire were all ICU nurses of the participating 
ICUs. The questionnaire was based on the 25 selected recommendations. The 
questionnaire consisted of an introduction of the project, informed consent and 
47 questions, divided in three parts. The first part concerned the demographics 
(10 questions), the second part addressed current practice of EOLC. All 25 recom-
mendations were covered in 25 questions, which had to be answered with a 5-point 
Likert scale ranging from ‘never’(1) to ‘always’ (5) and n/a or with yes or no. The 
last part was about the implementation process, containing 12 questions including 
seven open-ended questions. The results of this questionnaire provided insight 
into the adherence to and knowledge of the guideline by ICU nurses. The link to 
the digital questionnaire was sent to the implementation leaders of both groups. 
The implementation leaders sent this link to all colleagues.
Questionnaire family of deceased ICU patients
The target population was family of deceased ICU patients of the participating 
ICUs. The questionnaire focused on the experiences of family with EOLC in the 
ICU, related to the selected 25 recommendations. Through knowing the experi-
ences of family and the quality of care they experienced, the effect of the guideline 
regarding the patient-family perspectives could be described. After 4-6 weeks 
of the ICU patients’ passing, the implementation leader called the family of the 
deceased patient. After expressing their condolences, they informed the family 
about the study and asked for participation. If family was willing to participate, they 
could choose between digital or paper questionnaires. The researcher received 
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the contact information of the family through the implementation leader, and 
sent them the questionnaire. The questionnaire consisted of 90 questions. The 
questions were based on the questions of two existing questionnaires; ‘Quality of 
Death and Dying (QDD)’ [14] and ‘Consumer Quality Index (CQI-R), relatives in the 
ICU [15]. The questionnaire was divided into the patients’ comfort, activities of the 
patient during the last days/ hours, support of family, care for family, contact with 
professionals, environmental aspects of the ICU and an overall opinion of the care 
provided. These aspects covered the 25 recommendations. The items were as-
sessed on a 6-point Likert scale ranging from ‘totally disagree’ (1) to ‘totally agree’ 
(6) or yes/no-questions, or a score from 0 (bad) to 10 (excellent). 
Interviews
The interviews aimed to measure the implementation process, focusing on pos-
sible individual, organisational, and external characteristics, barriers and facilitators 
experienced by ICU nurses. The target population of the interviews consisted of 
both contact persons of all participating ICUs. The researcher (MN) performed all 
interviews. The interviews at T0 were held face-to-face in the ICUs. The interviews 
at T1 and T2 were held over the phone. The interviews lasted 30-60 minutes.   
data analysis
Questionnaires
The results of the questionnaires were uploaded and analysed in SPSS Statistics 23 
[16]. The statistical analyses of the questionnaire included descriptive frequency 
distributions. To examine whether the ICUs of the intervention and control group 
showed differences linear mixed models were performed. Statistical significance 
was set at p<.05.   
Interviews
Interviews were audio-recorded, transcribed verbatim, and summarised. All three 
interviews per ICU nurse were put together. After that, the interviews of ICU nurses 
from the same ICU were put together. One researcher (MN) summarised the inter-
views, a second researcher (BD) checked those summaries. The summaries were 
divided in what was implemented, how it was implemented, what facilitated the 
implementation process, and what barriers were perceived.  
ethical considerations
The study was approved by the Central Committee on Research involving Human 
Subjects and subsequently by the participating ICUs. Potential participants were 
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provided with both written and verbal information. After willingness to participate, 
written informed consent was obtained from all participants. The researchers were 
aware of the chance that sharing experiences could cause emotional distress in 
families. Therefore the researchers offered follow-up meetings for family in the ICU 
where the patient died. At the start of the interview with ICU nurses, the researcher 
explained the participants that they could refuse to participate at any time. 
Validity
The questionnaire for the ICU nurses was digital, hence the researchers did not 
have to import the data into SPSS. To prevent missing values the option ‘required 
element’ was used. In addition, a response rate of ≥ 30% per ICU was achieved. 
The questionnaire of family was available in a paper or digital version. During the 
import of the written questionnaires, 10% of the data were checked afterwards. 
During the interviews, the researcher interpreted the meaning of what the ICU 
nurse said and checked the meaning afterwards if the right interpretation had been 
made, leaving one possible interpretation left [17]. The summaries were indepen-
dently analysed by two researchers. This iterative process constituted investigator 
triangulation and increased the reliability of the analysis [18]. 
REsULTs
The participating ICUs were located all over the Netherlands, and were of differing 
sizes and types of ICU levels (Table 2). At baseline, a response rate of the question-
naire of 35% was achieved, and at T2 32%. The response rate of family was 51%. 
demographic characteristics
Questionnaire ICU nurses
At T0, 265 ICU nurses returned the questionnaire (intervention group n=153, control 
group n=112), and at T2 231 ICU nurses returned the questionnaire (intervention 
group n=147, control group n=84). Most of the respondents were women (77.1% 
- 83.7%), and the mean age was 42.8 (range 24-64). Most of the respondents had 
more than 10 years of experience in the ICU (Table 3). 
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Questionnaire family
In total, 33 family members returned the questionnaire (intervention group n=18, 
control group n=15). Most respondents were women (intervention group 66.7%, 
control group 80.0%), and were partner or child of the patient. The ICU admission 
was planned according to three family members, and two patients were awake 
during their deathbed (Table 4).
results of questionnaires
The aim of this study was to examine the effect of the supportive programme at 
(1) ICU nurses’ adherence to the guideline, and (2) the experiences of families. The 
results of adherence to the guideline by ICU nurses are divided into five themes; 
Table 2. Participating ICUs. 
intervention group control group
no. Type  of 
icu*
number 
of beds
admissions 
each year
number of 
deaths each 
year
no. Type of 
icu*
number 
of beds
admissions 
each year
number 
of deaths 
each year
1. Level 1 6 231 19 1. Level 3 26 2850 185
2. Level 3 10 550 60 2. Level 2 12 700 37
3. Level 2 6 320 30 3. Level 2 10 700 55
4. Level 1 6 (12) 723 12 4. Level 2 12 1215 57
5. Level 3 18 925 145 5. Level 2 10 800 125
6. Level 1 6 337 18
7. Level 3 7 400 50
8. Level 2 13 800 70
(*level 1 ICU provides low complex ICU care; level 3 provides highly complex ICU care)
Table 3. Demographic characteristics questionnaire ICU nurses.
intervention group control group
T0 (n=153) T2 (n=147) T0 (n=112) T2 (n=84)
Gender % (range) Women 78.4 (62.0-93.8) 77.1 (60.0-87.5) 83.7 (79.0-87.0) 82.9 (78.9-92.9)
Men 21.6 (6.2-38.0) 22.9 (12.5-40.0) 16.3 (13.0-21.0) 17.1 (7.1-21.1)
age years (range) Mean 41.5 (24-63) 43.9 (25-64) 42.6 (26-63) 43.3 (26-63)
icu experience 
years (range)
>1 1.7 (0.0-9.1) 1.2 (0.0-7.1) 2.5 (0.0-8.3) 1.3 (0.0-5.3)
1-5 18.5 (7.7-40.0) 14.7 (0.0-28.6) 27.9 (20.6-34.8) 24.1 (15.8-35.7)
6-10 18.2 (9.7-38.5) 22.3 (6.7-50.0) 12.3 (2.9-26.1) 18.5 (10.5-41.7)
>10 61.6 (53.8-75) 61.8 (37.5-86.7) 57.3 (33.3-76.5) 56.1 (35.7-70.3)
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interdisciplinary communication, communication with patients and family, nursing 
care for ICU patients, nursing care for family of ICU patients, and preconditions. 
The results of the experiences of family are divided into four themes; communica-
tion with patients and family, nursing care for the patient, nursing care for family of 
ICU patients, and preconditions. 
ICU nurses’ adherence to the guideline
Interdisciplinary communication
Questions about interdisciplinary communication focused on interdisciplinary de-
cision-making and involvement of all professionals in interdisciplinary team meet-
ings. ICU nurses from both groups responded that the interdisciplinary meetings 
always took place (p=0.78)(Table 5). The intervention group showed an increase 
from 3.75 (T0) to 3.92 (T1); the control group had similar scores (respectively 3.98 
and 3.95)(Table 6). In addition, the experienced involvement of ICU nurses in the 
decision-making process was similar, and showed a small increase in both groups. 
Communication with patients and family
Communication with patients and family focused mostly on family meetings, and 
informing the patient and family. The control group had a significantly higher score 
(respectively 3.89 and 4.46, p=.00) for planning a family meeting within the first 
Table 4. Demographic characteristics questionnaire family of deceased ICU patients [missing values 
n=2].
intervention group (n=18) control group (n=15)
Gender % Women 66.7 (n=12) 80.0 (n=12)
Men 29.4 (n=5) 13.3 (n=2)
age % 35-54 years 44.4 (n=8) 46.7 (n=7)
55-64 years 5.9 (n=1) 20.0 (n=3)
≥65 years 47.1 (n=8) 26.6 (n=4)
relation with patient Partner 50.0 (n=9) 33.3 (n=5)
Parent 11.1 (n=2) -
Child 22.2 (n=4) 53.3 (n=8)
Brother/sister 5.6 (n=1) -
Otherwise 5.6 (n=1) 6.7 (n=1)
duration of icu stay in days Mean (SD)
Range
5.6 (SD 6.7)
1-27
7.1 (SD 6.4)
1-21
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24 hours. Involvement of ICU nurses in family meetings appeared equal in both 
groups, but the intervention group showed an increase in involvement after the 
implementation of the guideline (Table 6). Family meetings free of disturbing fac-
tors were experienced significantly more often in the intervention group (p=.03). 
Informing family during their visits to the ICU was done often, and did not show 
changes after the implementation. Informing family after death of the patient 
about organisational aspects, such as contacting a mortician, was done sometimes 
at both measurement moments (Table 5 and 6). 
Nursing care for ICU patients
Nursing care for ICU patients consisted of addressing the different needs and 
wants of patients. Both groups showed an increase in asking for the physical needs 
of the patients, as asking for the emotional needs and wants (Table 5). 
Asking for spiritual needs and wants was done often, and showed a small increase 
in both groups. In most cases, the patient was cared for in a single room. The use 
of single rooms for dying patients increased in the intervention group (3.77 and 
4.16), the control group however showed a small decrease (3.91 and 3.77)(p=.00).  
Regular assessment of the possibility for a patient to die at home is a relatively 
new development in the ICU, which was assessed sometimes in the intervention 
group (3.26), and rarely in the control group (2.58). The intervention group showed 
an increase in assessing the possibility for the patient to die at home (T0=2.74, 
T2=3.17), the control group showed a small decrease (2.87 and 2.52 respectively)
(p=.00)(Table 6).
Nursing care for family of ICU patients
Nursing care for family did not only address their needs and wants, but was also 
about involving family in the care for the patient. Asking for the needs and wants of 
family members was done often to always in both groups. After the implementation 
of the guideline, involving family in the care for the patient was done more often 
in both groups (4.13 and 4.02). Similarly, assessing the family’s need for some kind 
of memory showed an increase, but was still done regularly (Table 6). Follow-up 
meetings were organised in both groups, but ICU nurses in the intervention group 
were involved in these meetings more often (2.52 and 1.81). 
Preconditions
Preconditions include involving other professionals, education, support for profes-
sionals, and the use of the guideline. Both groups showed an increase in involving 
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Table 5. Results questionnaire at T2.
 (5-point Likert scale ranging from ‘never’ (1) to ‘always’ (5) or with yes (1) or no (0)) *p<.05.
study group estimated mean std error P-value
The decision-making process involved all professionals Intervention
Control
3.99
4.00
.20
.27
0.78
The ICU nurse were involved in the decision-making 
process
Intervention
Control
3.66
3.53
.21
.29
0.71
Interdisciplinary meetings took place daily Intervention
Control
4.10
4.51
.24
.33
0.34
The first family meeting was within the first 24 hours after 
admission to the ICU
Intervention
Control
3.89
4.46
.08
.11
0.00*
Family meetings were free of disturbing aspects Intervention
Control
3.71
3.24
.11
.15
0.03*
The ICU nurse participated in the family meetings during 
EOLC
Intervention
Control
3.22
3.35
.12
.16
0.54
The ICU nurse assessed the physical needs of the patient Intervention
Control
4.28
4.37
.11
.14
0.64
The ICU nurse assessed the physical needs of the family Intervention
Control
4.26
4.24
.11
.16
0.91
The ICU nurse assessed the emotional needs of the patient Intervention
Control
4.30
4.34
.10
.14
0.83
The ICU nurse assessed the emotional needs of the family Intervention
Control
4.32
4.32
.10
.14
0.99
The ICU nurse assessed the spiritual needs of the patient Intervention
Control
3.96
3.90
.12
.17
0.80
The ICU nurse assessed the spiritual needs of the family Intervention
Control
3.90
3.83
.12
.16
0.77
The ICU nurse assessed the possibility for the patient to 
die at home
Intervention
Control
3.26
2.58
.20
.27
0.08
A standardised form was used (yes/no) Intervention
Control
0.44
0.38
.07
.09
0.65
The patient was cared for in a single room Intervention
Control
4.26
4.08
.28
.39
0.71
The ICU nurse involved other professionals Intervention
Control
3.19
3.06
.15
.20
0.62
The ICU nurse informed family about the patient during 
every visit
Intervention
Control
4.74
4.71
.04
.06
0.67
The ICU nurse repeated information to family in a clear way 
and frequently
Intervention
Control
4.42
4.47
.06
.08
0.58
The ICU nurse informed family about how they could act 
at the bedside
Intervention 
Control
4.39
4.53
.10
.13
0.43
The ICU nurse informed family about the time a dying 
process can take
Intervention
Control
4.42
4.41
.10
.13
0.96
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other professionals after the implementation. Most ICU nurses received education 
about EOLC during the implementation (0.65 and 0.53). Besides, more ICU nurses 
were aware of the guideline after the implementation. Both groups showed a 
substantial increase in knowledge of the guideline. In addition, the guideline was 
used more often by ICU nurses after implementation. A small difference between 
both groups was seen regarding the use of the guideline (intervention group 1.39 
and control group 1.47).   
Experiences of family of deceased ICU patients
Communication with patients and family
Communication in this part of the study is about informing family and getting 
information of family. Most family received information about the patient during 
their first visit to the ICU, and nearly all family received general information about 
the ICU, such as visiting hours. Families of the intervention group experienced 
significantly less conflicting information than families of the control group (1.16 and 
1.50; p=.04). 
Table 5. Results questionnaire at T2.
 (5-point Likert scale ranging from ‘never’ (1) to ‘always’ (5) or with yes (1) or no (0)) *p<.05.(continued)
study group estimated mean std error P-value
The ICU nurse involved family in the (last) care for the 
patient
Intervention
Control
4.14
4.07
.15
.20
0.78
The ICU nurse asked whether family wanted a specific 
memory (picture, hand print)
Intervention
Control
2.47
2.31
.16
.22
0.56
The ICU nurse informed family about the standard 
procedure after death of the patient
Intervention
Control
4.79
4.66
.08
.12
0.38
Colleagues supported the ICU nurse after death of the 
patient
Intervention
Control
3.17
3.11
.19
.26
0.85
The ICU nurse proposed family a follow-up meeting Intervention
Control
4.25
4.19
.26
.36
0.90
The ICU nurse participated in a follow-up meeting with 
the family
Intervention
Control
2.52
1.81
.21
.29
0.08
The ICU nurse were educated about EOLC (yes/no) Intervention
Control
0.65
0.53
.08
.12
0.45
The ICU nurse know the guideline (yes/no) Intervention
Control
0.72
0.71
.07
.10
0.97
The ICU nurse used the guideline (yes/no) Intervention
Control
0.60
0.53
.11
.16
0.71
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Table 6. Results questionnaire interaction study group*measurement moment. 
(5-point Likert scale ranging from ‘never’ (1) to ‘always’ (5) or with yes (1) or no (0)) *p<.05.
study group moment estimated 
mean
std. error P-value
The decision-making process involved all 
professionals
Intervention
Control
T0
T2
T0
T2
3.75
3.92
3.98
3.95
.12
.13
.15
.17
0.30
The ICU nurse were involved in the decision-making 
process
Intervention
Control
T0
T2
T0
T2
3.44
3.69
3.31
3.52
.16
.16
.20
.21
0.87
Interdisciplinary meetings took place daily Intervention
Control
T0
T2
T0
T2
4.05
4.12
4.38
4.61
.20
.20
.24
.26
0.47
The first family meeting was within the first 24 hours 
after admission to the ICU
Intervention
Control
T0
T2
T0
T2
3.84
3.90
4.31
4.37
.10
.10
.12
.14
0.99
Family meetings were free of disturbing aspects Intervention
Control
T0
T2
T0
T2
3.45
3.69
3.35
3.22
.09
.09
.11
.13
0.06*
The ICU nurse participated in the family meetings 
during EOLC
Intervention
Control
T0
T2
T0
T2
3.24
3.21
3.59
3.38
.11
.11
.13
.15
0.36
The ICU nurse assessed the physical needs of the 
patient
Intervention
Control
T0
T2
T0
T2
4.06
4.26
4.22
4.36
.09
.09
.10
.12
0.73
The ICU nurse assessed the physical needs of the 
family
Intervention
Control
T0
T2
T0
T2
4.07
4.21
4.16
4.24
.08
.08
.09
.11
0.70
The ICU nurse assessed the emotional needs of 
the patient
Intervention
Control
T0
T2
T0
T2
4.14
4.28
4.16
4.35
.08
.09
.10
.11
0.75
The ICU nurse assessed the emotional needs of 
the family
Intervention
Control
T0
T2
T0
T2
4.17
4.26
4.24
4.32
.07
.08
.09
.10
0.93
The ICU nurse assessed the spiritual needs of the 
patient
Intervention
Control
T0
T2
T0
T2
3.76
3.94
3.84
3.93
.11
.11
.13
.15
0.64
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Table 6. Results questionnaire interaction study group*measurement moment. 
(5-point Likert scale ranging from ‘never’ (1) to ‘always’ (5) or with yes (1) or no (0)) *p<.05.(continued)
study group moment estimated 
mean
std. error P-value
The ICU nurse assessed the spiritual needs of the 
family
Intervention
Control
T0
T2
T0
T2
3.74
3.86
3.71
3.86
.10
.10
.12
.13
0.89
The ICU nurse assessed the possibility for the 
patient to die at home
Intervention
Control
T0
T2
T0
T2
2.74
3.17
2.87
2.52
.14
.14
.17
.19
0.00*
A standardised form was used (yes/no) Intervention
Control
T0
T2
T0
T2
0.34
0.44
0.36
0.33
.06
.06
.07
.08
0.14
The patient was cared for in a single room Intervention
Control
T0
T2
T0
T2
3.77
4.16
3.91
3.77
.31
.31
.39
.40
0.00*
The ICU nurse involved other professionals Intervention
Control
T0
T2
T0
T2
2.85
3.18
2.88
3.07
.14
.14
.17
.19
0.54
The ICU nurse informed family about the patient 
during every visit
Intervention
Control
T0
T2
T0
T2
4.66
4.74
4.75
4.71
.04
.05
.05
.06
0.92
The ICU nurse repeated information to family in a 
clear way and frequently
Intervention
Control
T0
T2
T0
T2
4.35
4.42
4.46
4.47
.05
.05
.06
.07
0.64
The ICU nurse informed family about how they 
could act at the bedside
Intervention 
Control
T0
T2
T0
T2
4.39
4.39
4.37
4.53
.08
.08
.09
.11
0.25
The ICU nurse informed family about the time a 
dying process can take
Intervention
Control
T0
T2
T0
T2
4.28
4.41
4.21
4.39
.07
.08
.09
.10
0.78
The ICU nurse involved family in the (last) care for 
the patient
Intervention
Control
T0
T2
T0
T2
3.82
4.13
3.72
4.02
.16
.17
.20
.22
0.97
The ICU nurse asked whether family wanted a 
specific memory (picture, hand print)
Intervention
Control
T0
T2
T0
T2
1.88
2.46
1.78
2.28
.17
.17
.20
.22
0.74
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Family in the intervention group more often received information about the in-
volvement of family in the care of the patient than family of the control group (3.08 
and 2.70). Overall, family members scored nursing communication as 8.77 in the 
intervention group, and 8.00 in the control group (p=.10)(Table 7). 
Nursing care for the ICU patient
Nursing care for the ICU patient focused on the comfort level of the ICU patient, 
experienced by family. Family in the intervention group experienced comfort 
regarding pain, dyspnoea, and anxiety expressed by the patient more often. In 
addition, family in the intervention group experienced a calm and peaceful posture 
of the patient significantly more often than family in the control group (5.05 and 
Table 6. Results questionnaire interaction study group*measurement moment. 
(5-point Likert scale ranging from ‘never’ (1) to ‘always’ (5) or with yes (1) or no (0)) *p<.05.(continued)
study group moment estimated 
mean
std. error P-value
The ICU nurse informed family about the standard 
procedure after death of the patient
Intervention
Control
T0
T2
T0
T2
4.78
4.79
4.67
4.67
.07
.07
.09
.10
0.95
Colleagues supported the ICU nurse after death of 
the patient
Intervention
Control
T0
T2
T0
T2
3.24
3.16
3.16
3.19
.16
.17
.20
.22
0.66
The ICU nurse proposed family a follow-up meeting Intervention
Control
T0
T2
T0
T2
3.93
4.10
3.85
4.11
.27
.28
.34
.35
0.69
The ICU nurse participated in the follow-up 
meeting with the family
Intervention
Control
T0
T2
T0
T2
2.11
2.44
1.86
1.71
.20
.20
.25
.27
0.07
The ICU nurse were educated about EOLC (yes/no) Intervention
Control
T0
T2
T0
T2
0.34
0.64
0.21
0.56
.07
.07
.09
.10
0.65
The ICU nurse know the guideline (yes/no) Intervention
Control
T0
T2
T0
T2
0.40
0.73
0.32
0.71
.07
.07
.09
.09
0.52
The ICU nurse used the guideline (yes/no) Intervention
Control
T0
T2
T0
T2
0.20
0.62
0.19
0.48
.07
.07
.09
.10
0.08
152
Chapter 7
3.91;p=.01). The calm and peaceful posture was rated with a significantly higher 
score in the intervention group (7.86 and 6.14; p=.01).
Family in the intervention group scored the general nursing care during the pa-
tient’s stay in the ICU with 9.00 and the control group with 8.00 (p=.01), nursing 
care during EOLC was rated with 9.00 (intervention group) and 7.86 (control group)
(p=.02)(Table 7). 
Nursing care for family of ICU patients
Nursing care for family focused on the needs and wants of family and the possibility 
of taking care of the patient by family. Families of both groups often experienced 
attention to their own needs and wants. Families of the control group assisted 
in care for the patient rarely (2.30) and in the intervention group family assisted 
sometimes (3.23)(p=.07).  
Only few family members had contact with social workers in both groups, family in 
the intervention group had significantly more often contact with a chaplain (p=.04)
(Table 7). 
Preconditions
Preconditions is about follow-up meetings, and privacy of family and patients. Fam-
ily in the intervention group experienced privacy in the ICU often (3.50), and family 
of the control group sometimes experienced privacy (3.13). Nearly all families were 
informed about the possibility of a follow-up meeting (Table 7).  
results of interviews
All ICUs focused on parts of the guideline, and they all chose to implement the 
checklist, which was a supplement to the guideline, after they adapted the checklist 
to their organisation. The results of the interviews can be divided into facilitators, 
barriers and implementation strategies. 
Facilitators
ICU nurses mentioned that their team, or part of the nursing team, wanted a 
standard way of providing EOLC. Also an open mind towards innovations, enthu-
siastic colleagues, affinity with EOLC and support of the management team were 
mentioned as facilitators. During the implementation, the experienced supportive 
factors mentioned by the ICU nurses of the intervention group changed, whereas 
the facilitators of the control group remained similar.  
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Table 7. Results questionnaire family. (6-point Likert scale ranging from ‘totally disagree’ (1) to ‘totally 
agree’ (6), or a score from 0 (bad) -10 (excellent) or with yes (1) or no (0)). *p<.05 
study group estimated 
mean
std. error P-value
Experienced pain of the patient according to family Intervention
Control
5.24
4.99
.25
.29
0.55
Experienced dyspnoea of the patient according to family Intervention
Control
4.56
3.63
.33
.40
0.08
Calm and satisfied posture of the patient according to family Intervention
Control
5.05
3.91
.27
.33
0.01*
Score of calm and satisfied posture of the patient according to family Intervention
Control
7.86
6.14
.46
.48
0.01*
Experienced anxiety of patient according to family Intervention
Control
3.00
2.85
.78
.97
0.88
Ritual/ ceremony before death of the patient (yes/no) Intervention
Control
0.16
0.13
.08
.09
0.79
Attention to family during first visit to the ICU Intervention
Control
3.77
3.92
.10
.12
0.35
Information about patient during first visit to the ICU Intervention
Control
3.66
3.53
.14
.15
0.54
General information about ICU (yes/no) Intervention
Control
0.94
1.00
.04
.04
0.37
Information about caring for the patient Intervention
Control
3.08
2.70
.26
.29
0.34
Opportunity to care for the patient Intervention
Control
3.23
2.30
.32
.36
0.07
Attention to family’s needs Intervention
Control
3.61
3.50
.21
.23
0.72
Information about social worker, chaplain or psychologist (yes/no) Intervention
Control
0.39
0.44
.25
.27
0.88
Contact with social worker (yes/no-question) Intervention
Control
0.07
0.13
.09
.10
0.69
Contact with chaplain (yes/no-question) Intervention
Control
0.30
0.00
.09
.10
0.04*
Information about follow-up meeting (yes/no-question) Intervention
Control
0.69
0.81
.12
.13
0.50
Conflicting information by nurses Intervention
Control
1.16
1.50
.10
.12
0.04*
Privacy in the ICU Intervention
Control
3.50
3.13
.20
.21
0.22
Score of nursing care during  ICU stay Intervention
Control
9.00
8.00
.26
.28
0.01*
Score of nursing care during EOLC in the ICU Intervention
Control
9.00
7.86
.31
.34
0.02*
Score of communication by ICU nurses Intervention
Control
8.77
8.00
.31
.34
0.10
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Barriers
Barriers in both groups were lack of time to develop implementation strategies and 
to guide the implementation, and feeling of having to deal with yet another innova-
tion (‘not again’). ICU nurses also mentioned that they always had colleagues who 
were not open minded, not enthusiastic or did not have affinity with EOLC. Two 
ICUs of the intervention group, and one ICU of the control group had to implement 
the guideline in large teams, which caused some difficulties since they had a hard 
time reaching all ICU nurses. Those ICUs had different locations, which yielded 
more difficulties in the implementation. 
Four ICUs went through major organisational changes, such as internal rehous-
ing or merging with other hospitals. One ICU went through a merger process and 
moved to a larger ICU (from 6 to 12 beds), another ICU went through a merger 
process and reorganisation, and their ICU might be closed. The third ICU moved 
to a new building, and the last ICU went through a merger process. The first three 
ICUs were part of the intervention group, the fourth ICU was in the control group. 
One ICU (control group) had to decide to stop their participation in this study, 
because of severe illnesses of both contact persons. Therefore, at T2 a third ICU 
nurse was interviewed, and explained how the implementation process went and 
how they were planning to continue the implementation process. 
Implementation strategies
Different implementation strategies were chosen by the intervention and control 
group. The intervention group used the different phases of the implementation 
process of Grol & Wensing [9], as they learned in the supportive programme. The 
implementation processes were therefore more structured. In each phase they chose 
several strategies, and they were more creative in carrying out the implementation 
strategies. They used combinations of strategies such as the educational strategy, 
reminders and feedback, organisation-orientated strategy, and the motivational 
strategy, whereas the control group used the educational strategy: presentation 
during regular meetings, e-mail with information and education during training 
days. At T2, three ICUs of the control group concluded that they had not informed 
the professionals well enough, and started informing their colleagues again. Most 
of them were disappointed with the results they had achieved at that moment, 
they thought they would have achieved more. The intervention group also seemed 
more aware of the different groups in their team (innovators, early adopters, early 
majority, late majority, and laggards), and how to use or deal with them. However, 
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some aspects were similar in both groups, such as an EOLC working group, educa-
tion of colleagues, and the use of the checklist of the guideline.
DIsCUssION
In this study, the aim was to examine the effectiveness of supporting ICUs during 
the implementation. Overall, an increase in adherence to the guideline recommen-
dations was shown in both groups, as well as improvements and significant differ-
ences. However, the use of the guideline was greater in the intervention group than 
the control group. Moreover, as indicator of good care, families were significantly 
more satisfied with overall (End-of-life) nursing care in the intervention group.
The intervention group showed a significantly higher increase in assessing the 
possibility to die at home (p=.00) and taking care of the patient in a single room 
(p=.00). Table 6 presents that the intervention group showed a greater increase 
in involving all participants in the decision-making process. Even though the in-
tervention group involved all professionals less often, they showed an increase in 
involvement in contrast to the control group, which showed a small decrease. In 
five other aspects similar differences were found. These might indicate that the 
implementation showed more effect in the intervention group. It is also shown 
that at T0 the control group performed aspects more often than the intervention 
group, which can be explained by their initial enthusiasm to improve EOLC. The 
enthusiasm of both groups could have influenced the effect. 
It seems that the intervention group paid more attention to patient- and family 
centred care, since calm and satisfied posture of the patient, conflicting informa-
tion, overall nursing care, and nursing care during EOLC scored significantly higher 
according to family in the intervention group. Of 21 aspects, in 16 aspects a higher 
score in the intervention group was found. These higher scores according to fam-
ily might be a result of the implementation, since an adequate implementation 
process may have effect on both practical as patient outcomes [4, 7]. Johnson & 
May [19] described that most effective strategies to improve practice and patient 
outcomes are a combination of strategies. The intervention group used combina-
tions of strategies, and had a more structured implementation plan. 
Other differences in the implementation that might contribute to the small differ-
ences were the identification of barriers to implementation, and tailoring imple-
mentation strategies to the setting. These aspects proved to be successful in other 
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studies [6, 19]. In our study, the intervention group started with a context analysis, 
including barriers and facilitators to the implementation. Their implementation 
strategies were based on these facilitators and barriers found. This might explain 
the greater effect of the implementation in relation with the control group. How-
ever, the most effective interventions (education outreach, audit and feedback, and 
reminders) were used in both groups [19]. 
Both groups showed significant improvements and differences. Therefore, it can be 
concluded that both groups improved their care, and that implementing without 
an additional supportive programme but with a provided standard implementation 
plan can have positive results as well. However, the intervention group showed 
more improvements (Table 6). The improvements in both groups can be explained 
by several aspects. These aspects include an already high quality of standard care, 
enthusiasm, and the implementation process. Similarities in the implementation 
process could be one of these aspects. Moreover, the control group was able to 
use the supplementary implementation plan, including a checklist. The use of a 
standard implementation plan also seemed to have a positive influence. Next to 
that, the enthusiasm of all participating ICUs has to be mentioned, because this may 
have influenced the results as well. However, improvements in both practice and 
family experiences is not shown in the control group as it is shown in the interven-
tion group. In addition, research on long term effects of the supportive programme 
on adherence to the guideline and family experiences is recommended, since the 
intervention group might have better outcomes due to the circumstances of the 
control group. 
Implementation leaders of the intervention group were specially educated, sup-
ported and coached during the implementation process. Supporting the imple-
mentation leaders did lead to significant differences between the intervention 
and control group related to adherence to some recommendations. This is in 
contrast with a previous study, which did show an increase in adherence, but did 
not show significant differences between de intervention and control group [20]. 
The significant differences found, can be explained by different characteristics of 
the guideline as well as the content of the supportive programme, as described by 
Lugtenberg et al. [4] and Harrison et al. [7]. In contrast with the study of Janssen 
[20], we used a final guideline whereas in their study the content of the guideline/ 
policy did change during the implementation. Furthermore, in our supportive pro-
gramme best practice was not included. The supportive programme of our study 
focused on educating, supporting and coaching the implementation leaders, and 
paid less attention to the content of the guideline. This corresponds with the re-
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view of Johnson & May [19], describing that interventions that link implementation 
leaders, audit and feedback and reminders were the most effective strategies in 
guideline implementation. 
Barriers to implementation are discussed more often. Organisational and system 
aspects have been identified as barriers to implementation [21], even finding that 
adherence to guidelines is more often explained by organisational than individual 
aspects [22]. Therefore, concentrating on individual behaviours might not be that 
effective. Differences in organisational contexts have been shown to have a larger 
influence on implementation success. This might be the case in some ICUs partici-
pating in this study. Four ICUs went through large organisational changes, besides, 
most ICU nurses mentioned lack of time as a barrier to the implementation process. 
To address this kind of barriers, it is recommended to involve different profession-
als during the introduction of the implementation to meet the requirements of the 
setting and discuss these with professionals [7]. 
Besides the organisational aspects, it has to be mentioned that assumptions about 
how to work with a guideline varies between ICU professionals. Some professionals 
regard guidelines as a way to ensure that all patients receive the same level of 
care and therefore follow guidelines explicitly, others consider guidelines more 
as a method to support delivering high quality of care [23]. This might also have 
influenced the results in both groups. 
limitations
Several limitations should be considered in interpreting the results. First, the size of 
the intervention and control group were not equal due to different causes. Besides, 
this study had a small sample size, which can limit the credibility or generalisation. 
However, we used different statistical analyses appropriate for the sample size and 
measurement levels. 
Secondly, organisational aspects of four ICUs changed during the study period. 
Merger and moving may have influenced the implementation effectiveness, but 
because we do have insight into the implementation process we could take these 
influences into account. Despite those influences effects are measured. Thirdly, the 
implementation leaders were not selected on competences, but were selected only 
through at least one year of ICU experience and affinity with EOLC and pointed 
out by their management. Holleman et al. [24] showed that some competences 
of implementation leaders are advisable, like delegating, information processing, 
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cooperating, giving feedback and networking. Therefore, in this study the best 
possible nurses may not have been selected to be the implementation leaders. 
CONCLUsION
In conclusion, this study found a small positive effect of supporting ICU nurses in 
the implementation process related to guideline adherence. An increase in adher-
ence to several guideline recommendations was shown in both groups. Use of 
the guideline was greater in the intervention group than the control group. Most 
important nursing care was deemed significantly better by family of deceased 
patients in the intervention group, which might indicate that the supportive pro-
gramme did have effect. 
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aPPendix 1
25 selected recommendations of guideline: ‘End-of-life care in ICU patients, nurs-
ing care’
1. It is strongly recommended to apply interdisciplinary decision making. All pro-
fessionals involved should be represented in the decision making process. All 
professionals have input from their point of view. However, the End-of-life care 
decision is taken by a physician.
2. It is strongly recommended to enhance the role of ICU nurses through includ-
ing them in the interdisciplinary team. In this way, ICU nurses can share their 
information on the patient and family before, during and after interdisciplinary 
meetings. This takes place through actively inquiring after the nurses’ perspec-
tives, and by nurses being proactive during meetings with other professionals.
3. It is strongly recommended to plan daily interdisciplinary meetings, with at-
tendance of the ICU nurses. In case of acute deterioration, professionals should 
meet if deemed necessary.
4. It is strongly recommended to plan a family meeting within the first 24 hours 
after admission in the ICU, taking the patients’ situation into account. The fam-
ily meetings are attended by at least an ICU nurse, physician(s), and the contact 
person of the patient. These meetings are held on a regular basis, depending 
on the patients’ situation. Involvement of the patients’ GP may be considered.
5. It is strongly recommended to gain insight into the physical, emotional, cultural, 
religious, and spiritual needs and wants of the patient and his family. This should 
be done by the ICU nurses, and can be done by asking for those needs and 
wants, and by giving examples of possibilities. ICU nurses discuss those needs 
and wants during interdisciplinary meetings and family meetings, and they try 
to carry out those needs and wants.
6. It is strongly recommended to structure the content of family meetings, where 
the physician acts as moderator, and ICU nurses and family are participants, and 
discuss the following topics:
 a. Situation of the patient,
 b. Diagnosis,
 c. Prognosis,
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 d. Treatment plan,
 e. Clear and adequate goals of care,
 f. Values and perspectives on ‘quality of life’,
 g. Thoughts and preferences of the patient and family,
 h.  Assuring the patient and family that their preferences are taken into ac-
count,
 i. Conflicts in family about the decision,
 j. Process of withdrawing life sustaining treatment,
 k. Assuring the family that they can stay with the patient,
 l. Assuring that the patient is comfortable,
 m. Cultural, religious and spiritual needs and wants of family,
 n. Involving chaplains if necessary,
 o. Reacting to family’s emotions.
7. It is strongly recommended that ICU nurses inform family during formal and 
informal meetings, based on their needs,  about:
 a.  How family can act at the bedside of the dying patient: talk to the patient, 
hold the patients’ hand, give hand or foot massage, brush hair, moisturize 
lips and mouth, taking into account that the patient is comfortable,
 b. The time that dying takes, acknowledge the feeling of otiosity,
 c.  If needed, involve a social worker and/ or chaplain and/ or family care 
nurses.
8. It is strongly recommended to plan family meetings in separate rooms or in the 
patients’ room, taking their privacy into account. This separate room is shielded 
of others, and others cannot hear what is said. Disturbing factors as beepers, 
alarms or telephones, are not audible and visible in the room during the family 
meeting. All participants are seated at the same level, in a circle or around a 
table.
9. It can be advisable to stay with the family after the family meeting. ICU nurses 
can stay with the family to:
 a.  Provide emotional support. This can be achieved by being present, and by 
stimulating the family to share their emotions,
 b. Answer questions,
 c. Repeat the information provided, taking clarity into account,
 d. Ask for cultural, religious and spiritual needs,
 e. Plan follow-up appointments regarding withdrawal of treatment.
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10. It is recommended to inform family about practical aspects after death of the 
patient (saying goodbye, procedure in mortuary, and contact with mortician), 
and about the last care for the patient.
11. It is advisable to inform the contact person(s) of the patient about the patients’ 
situation at every visit to the ICU.
12. It is advisable to pay attention to anxiety and stress that family members may 
experience. Due to this experienced anxiety and stress, receiving, processing, 
remembering and recalling information can be influenced negatively. There-
fore, ICU nurses should repeat the information regularly and clearly.
13. It is strongly recommended to increase the patients’ comfort through observing 
and providing care, making sure that:
 a.  The patient does not have pain through administering analgesics and 
changing the patients’ position,
 b.  The patient does not experience dyspnea, through changing the patients’ 
position and administering morphine and sedatives,
 c.  The patients’ breathing is not impeded by mucus, through administering 
anticholinergics and suctioning,
 d.  The patient is not restless or anxious or confused, through administering 
sedatives and analgesics,
 e.  The patient is not nauseous or does not vomit, through changing the 
patients’ position and administering anti-emetics.
14. It is strongly recommended to use measurement instruments to assess symp-
toms as pain, dyspnea and agitation, such as the Behavioral Pain Scale (BPS), 
Critical Care Pain Observation Tool (CPOT), Pain Assessment Behavior Scale 
(PABS) or Assume Pain Present Approach (APPA), the Respiratory Distress 
Observation Scale (RDOS) and Richmond Agitation Sedation Scale (RASS) or 
Ramsay or an instrument which is used within the professionals’ ICU.
15. It is strongly recommended to withdraw all procedures (registration of vital signs, 
venipuncture, administration of large amounts of intravenous fluids, vasopres-
sors, tube feeding, blood products), and to remove materials (blood pressure 
cuff, infusion pump). Before withdrawing procedures, ICU nurses should discuss 
this with the physician.
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16. It is strongly recommended to ascertain and report cultural, religious and 
spiritual needs and wants of the patient and family, and to give them the op-
portunity to perform those needs and wants. Before withdrawing life sustaining 
treatment ICU nurses should ask for a chaplain, priest, pastor, imam, rabbi or 
other religious leader if wanted. 
17. It is advisable to ask family if they would like to have an appropriate memory, 
which can be provided by a photo, a plaster handprint, some hair of the patient 
or the identification bracelet.
18. It is strongly recommended to involve family members in the (last) care for the 
patient. ICU nurses can ask family to help with the care and/ or to be present. 
ICU nurses can inform family about the care provided and care that can be 
provided by family (bathing, mouth care, brushing hair, make-up, nails and skin 
care).
19. It is strongly recommended to educate ICU nurses about EOLC. Education can 
take place during ICU training and during retraining. Education of ICU nurses 
can focus on:
 a. Communication skills regarding EOLC,
 b. How to discuss ‘death’,
 c. Communication about terminal care,
 d.  Gathering needs and wants of concrete, clear and open information of 
family,
 e. Dealing with questions of family,
 f. Dealing with distress and anxiety of family,
 g. Dealing with patients and family from different cultures,
 h. Different religious and spiritual aspects of care,
 i.  EOLC: different interventions and treatment of pain, dyspnea, agitation 
and other symptoms,
 j. Competences and skills regarding EOLC,
 k. Legal and ethical knowledge regarding EOLC,
 l. Palliative care,
 m.  Dealing with their own emotions, expressing these emotions and discuss-
ing these emotions with colleagues,
 n. Models and theories of palliative care,
 o. Ethical issues,
 p. Support of (young) children.
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20. It is strongly recommended to care for the patient in a single room, and to 
create a peaceful environment. This can be done by using natural light, music 
and arts, based on the needs of the patient and family.
21. It is strongly recommended to involve other professionals in the care for the 
patient, and to discuss the possibility of involving other professionals with fam-
ily. ICU nurses can involve:
 a.  Chaplains, for cultural, religious or spiritual care for the patient, family or 
professionals,
 b.  Social workers, for psychosocial and practical problems of the patient and 
family,
 c. Palliative care team, for EOLC,
 d. Pedagogical staff, when children are involved,
 e. Psychiatric nurses, for psychiatric problems of the patient or family,
 f. Family care nurses, for supporting family,
 g. Ethical committee, for ethical issues in EOLC.
22. It is strongly recommended to propose family a follow-up meeting after death 
of the patient. ICU nurses and physicians, who have taken care of the patient 
and family, attend these meetings, and if needed social workers can attend this 
meeting as well. This meeting should focus on questions and uncertainties of 
the family, and the possibility for family to visit the ICU and patient room. The 
follow-up meeting is proposed during the last meeting with the family in the 
ICU, after leaving the ICU or during phone contact after death of the patient or 
by a condolence card. 
23. It is strongly recommended to provide ICU nurses with support after caring for 
and death of the patient. ICU nurses can ask their colleague to sharing their 
experiences, listening to each other, reflecting on their feelings, and to support 
them with practical aspects of care. Chaplains, social workers or palliative care 
nurses can be involved.
24. It is recommended to use a standardized form for providing EOLC. This form 
includes the family meeting(s), DNR form, symptom management, and proce-
dures that can be withdrawn during EOLC.
25. It is recommended to investigate the possibility to transfer the patient home 
before death, so the patient can die at home. If it is possible for the patient to 
166
Chapter 7
die at home, the ICU nurse should discuss this with other professionals and the 
patient (if possible) and his family.
 CHAPTER 8
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gENERAL DIsCUssION
Nursing is an old profession and accordingly, the focus of nursing, the activities 
performed by nurses and the environment of nursing care has changed several 
times over the past centuries. In the early 19th century, patients were looked after 
in their own home, usually receiving care from their mothers. Those patients who 
had no family would go to an infirmary. In 1860, however, this situation changed, 
influenced by developments in medicine and health care such as the invention 
of sedation. Hospitals were built and became available for all patients. Here, 
the physicians were in charge but needed educated nurses, and in 1878 the first 
Dutch nursing programme was introduced [1]. Traditionally, nurses took care of the 
patients’ physical needs (personal care), including bathing and wound care [2]. In 
this period, informal care by the family was still seen as necessary and part of daily 
practice in households. After WWII, nursing homes were introduced. At the same 
time, hospitals were becoming overcrowded and informal care was considered 
inadequate [3]. 
In the decade of 1950 to 1960, nursing in a hospital was a relatively new occupation 
still functioning according to traditionally defined visions of nursing care, despite 
changes occurring in hospitals [2]. In the following decades, not only did the care in 
the hospitals change, but also the visions on nursing care. In 1953, the first intensive 
care unit (ICU) was established in Copenhagen [4]. In this period, the ICU and criti-
cal care medicine was fast growing and developing. Many revolutionary changes 
occurred in equipment and technology; compare for instance today’s small mobile 
respiratory with the ‘iron lungs’ [5]. 
Vincent & Creteur [5] described the paradigm shifts in the ICU. One of the big 
changes is the appearance of the ICU. The first ICUs were small, restricted and 
closed units. Visiting hours were very limited and children were not usually wel-
come. In some ICUs, family could only view the patient through a glass screen. 
These restrictions were based on the belief that patients needed to be kept quiet 
and undisturbed to recover, as well as to protect them from infections brought 
in by visitors. Nowadays, ICUs are more accessible and welcoming for both the 
patients and their family. However, some ICUs still have visiting hours [5]. 
Another paradigm shift is the transition from a ‘dictatorship’ to more ‘democratic’ 
teamwork. Previously, the physician in charge of the ICU often considered his pres-
ence essential, which resulted in limited collaboration among ICU professionals. 
The chain of hierarchy meant that other ICU professionals, such as ICU nurses, 
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were there just to follow the orders of the physician. Nowadays, all involved ICU 
professionals have a role and responsibility in the team, and all are essential for the 
effective functioning of the ICU [6]. 
A third change is that nowadays a stay in the ICU is more than just the admission 
and discharge of patients in the ICU. It is now recognised that an ICU patient can 
have major long-term physical and psychological symptoms, the so-called post-
intensive care syndrome, which can also affect the family of the ICU patient [7, 8]. 
Therefore more attention is paid to the potential impact of the ICU admission, and 
more frequent and better communication with both patients and family, and family 
participation and support all might help to reduce some of these symptoms.
Summarising the history of health care, nursing care, informal care and ICU care, 
many changes occurred during the last decades. More knowledge about diseases 
and treatments was gathered which led to inventions, and the roles and respon-
sibilities of ICU professionals changed accordingly. In the past, the role of ICU 
nurses was much clearer, because the nurses were expected to be responsible for 
each patient’s personal care, such as bathing and wound care. However, due to all 
paradigm shifts and changes, this role nowadays seems more ambiguous.
This thesis reports on the role and responsibilities of ICU nurses during End-
of-life care (EOLC) in the ICU, based on interviews with ICU nurses and families 
of deceased ICU patients, as well as focus group interviews with chaplains and 
integrative reviews. It also reports on the implemented effectiveness of the nursing 
guideline ‘End-of-life care in the ICU, the nursing care’. The research question was:
What are the role and responsibilities of ICU nurses during End-of-life care in rela-
tion to the ICU patient and family?
In this chapter, the main findings are summarised and discussed from the perspec-
tive of current knowledge and practice. Additionally, an overview of methodologi-
cal considerations is presented. Finally, implications for practice, future studies and 
education are discussed. 
summary of main findings
An integrative review exploring the role of ICU nurses during EOLC gives informa-
tion about the interaction between patients, family and professionals (care triad). 
However, the literature remains unclear and focuses only on what ICU nurses 
should do (activities) and not on how this should be done (attitudes and com-
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petences). It is therefore difficult for ICU nurses to provide the right care, which 
might in turn lead to inadequate care. Furthermore, it seems that care provided 
to families mainly consists of giving advice on the care for the patient, while the 
care for family members themselves, such as giving emotional support, was only 
mentioned in a few studies. It appears that families do not always receive adequate 
care, although this may be helpful to prevent problems such as depression, anxiety 
or post-traumatic stress disorder in families (chapter two).
Besides knowing the role of ICU nurses described in the international literature, 
it is important to understand how Dutch ICU nurses experience EOLC, and how 
they would like to provide EOLC in the ICU. Dutch ICU nurses are quite satisfied 
with the current EOLC, but their ideal situation does differ from the current care 
regime. The following shortcomings in EOLC were identified: ICU nurses lacked 
an active role in the decision-making process, they had less cooperation with the 
interdisciplinary team, less knowledge of EOLC, no checklists for nursing EOLC, 
and required more time for caring for the patient and family (chapter three). 
It was also an aim to explore the experiences of families of deceased ICU patients 
during EOLC in the ICU. Based on experiences, families identified some perceived 
strengths and omissions of nursing EOLC in the ICU. Family members appreciated 
the nursing care that was provided during EOLC in the ICU, specifically the nursing 
care given to both the patient and themselves. Some topics need more attention 
and improvement, such as the provision of adequate information, separate waiting 
rooms for family, family participation and support for family members (chapter 
four). 
Another important aspect of EOLC is interdisciplinary communication. An inte-
grative review provides an overview of interdisciplinary communication between 
ICU professionals about EOLC in the ICU. This subject, however, is not frequently 
studied. Based on the literature, it is recommended that interdisciplinary team 
meetings are performed on a daily basis, with all ICU professionals involved being 
present. All professionals should have input during those meetings, ensuring that 
all perspectives of care are discussed. Furthermore, education in communication 
skills focusing on EOLC is recommended (chapter five). 
ICU nurses also mentioned a need for clarity in their role and responsibilities to pa-
tients and family concerning their own cultural, religious and spiritual background 
during EOLC. An explorative study provides an overview showing the perspectives 
of chaplains on the role of ICU nurses during EOLC, specific to spiritual care. The 
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results could be divided into awareness of ICU nurses, communication, nursing 
interventions, multidisciplinary care, and education. ICU nurses should start and 
maintain a dialogue with the patient and their family, and therefore it is important 
to be aware of their own spiritual background. Without knowing oneself, it seems 
impossible to perform this type of care (chapter six).
By gaining insight into the different perspectives of the families and ICU nurses 
who practice EOLC in the ICU, and the international literature about EOLC in the 
ICU, specific nursing recommendations were formulated in the guideline ‘End-of-
life care in the ICU, nursing care’. However, without the proper implementation of 
this guideline, nurses will not be able to adequately use the recommendations in 
practice. A cluster randomised controlled trial was carried out to explore the effec-
tiveness of a supportive programme, with the aim of improving the implementation 
of a nursing guideline for EOLC in the ICU (chapter seven). This study found a 
positive effect of supporting ICU nurses in the implementation process related to 
guideline adherence. An increase in adherence to the guideline recommendations 
was shown in both groups. Nursing care received a significantly better score from 
the families of the intervention group, which might indicate that the supportive 
programme indeed did have an effect.
discussion of the main findings
The main aim of this thesis was to gain insight into the role and responsibilities of 
ICU nurses during EOLC in the ICU. Although the roles and responsibilities of ICU 
nurses were studied several times, this thesis shows that a clear description of the 
role and responsibilities of ICU nurses during EOLC has not yet been described. 
As a result of this omission, a Dutch nursing guideline ‘End-of-life care in the ICU, 
nursing care’ is developed [9], which includes the roles and responsibilities of ICU 
nurses during EOLC. However, the lack of a clear description in the international 
literature could be explained by the different (paradigm) shifts in the ICU.
Patient- and family-centred care
Intensive care medicine is a relatively new specialism, and many innovations were 
part of the development of the current ICUs [4]. Most of these innovations focused 
on technology and equipment [5]. Nowadays, it seems that there is more attention 
on interpersonal care in the ICU, as well as on patient- and family-centred care. 
Previously, care was focused mainly on the patient (patient-centred care), where the 
relationship between the patient and nurse was important. Patient-centred care is 
care that is responsive to the patient’s preferences, needs and values, and ensures 
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that patient values guide all clinical decisions [10]. Nowadays, the care focuses 
more on both patient- and family-centred care (PFCC), which can be defined as ‘an 
approach to the planning, delivery, and evaluation of health care that is grounded 
in mutually beneficial partnerships among health care providers, patients, and 
families. It redefines the relationships in health care’ [11]. This corresponds to the 
theory of the care triad, whereby the interaction between patients, family and 
nurses is essential, with the aim of finding the right balance in the provided care by 
family and professionals (care triad)[12-14]. 
The shift to PFCC seems to contrast with the vision of involvement of family and 
informal care half a century ago. At that time it was seen as inadequate care, 
while nowadays it is seen as important care. It is considered essential because 
involvement and participation of the patient and family can reduce possible severe 
consequences for both of them, such as PTSS-F, anxiety and depression [7, 8]. In 
addition, in the Netherlands recently the Family and Patient Centred Intensive Care 
- foundation (FCIC) was established. FCIC focusses on sharing and combining the 
knowledge and experiences of patients and family, professionals and researchers 
to reduce the impact of an admission in an ICU [15].
The shift from patient-centred care to PFCC demands other skills, roles and 
responsibilities of ICU professionals. By adapting the care to the patient and 
family, clarity in activities and attitude seems unfeasible. Every patient and family 
has different needs and wants, because of which similar care for everyone is not 
always appropriate [10]. Bremer et al. [16] showed moving from patient care to 
family care implied a shift from well-structured guidance to a situational response, 
where professionals have to give interpretive, supportive and emotional care. In 
addition, family-centred EOLC could be promoted by getting to know the family, 
assessing their understanding of the patient’s condition, keeping them informed, 
providing clear and honest information, maintaining consistent professionalism, 
coordinating family meetings, facilitating the decision-making process, assisting 
the family through shared decision-making, guiding them through EOLC, and pre-
paring them for what to expect during the dying process [17]. Wiegand et al. [17] 
described how creating a culture that assesses family needs and supports families 
is an important aspect of PFCC. 
Family-centred care can be divided into family participation and family support. 
Family participation focuses on the participation of family members in the care of 
the patient or in the decision-making process. Family support focuses on emotion-
ally supporting family members during the ICU admission of the patient. This can 
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be done by practicing PFCC or care triad, for example by asking family members 
about the patient and their needs and wants, or by performing spiritual care. 
Family participation during EOLC in the ICU can be initiated by ICU nurses. This 
can be done by asking family members to participate in the care of the patient, and 
to consider themselves equally necessary in the care for the patient. However, in 
our study none of the ICU nurses regularly asked families to participate in last nurs-
ing care after the patient had died (chapter 3). They thought that family members 
would ask to participate if they wanted to. Another reason for not asking families to 
participate was that it was considered time consuming. This does not correspond 
with the results shown in our study on the experiences of families of deceased ICU 
patients (chapter 4). Family members mentioned that they do not think of all the 
possibilities they have during the patient’s stay in the ICU; they have too much on 
their minds and need to be invited to participate. So, there seems to be a differ-
ence in what nurses want, because they want to take care of the patient, and what 
patients and their family want. In order to create family participation, ICU nurses 
should constantly maintain a dialogue with family members, asking for their needs 
and wants, and inform them about all possibilities in care for the patient [17]. 
Family support concerns (emotionally) supporting family members. Wiegand et al. 
[17] stated that this could be done by listening to the family’s stories, which reveal 
three things: (1) What the family knows or understands about the medical situation; 
(2) The words and language they use to talk about the medical situation; and (3) 
How they feel about the situation and whether they have effective coping skills 
or support systems. The third aspect in particular seems to correspond with the 
chaplains’ recommendations regarding the role and responsibilities of ICU nurses 
during EOLC. They mentioned the essence of the question ‘What or who can give 
you support in big life events?’ (chapter 6). ICU nurses could start this dialogue, as 
described in the guideline ‘Spiritual Care’ [18], and ask chaplains or social work-
ers to take over the care if the family needs additional support. This way, family 
support might not be provided by just one ICU professional, but would require 
interdisciplinary care. Due to the recent shift to PFCC in the ICU, it seems that a 
clear role and responsibility division is not yet available at this moment. 
Taking care of all aspects of care, including family-centred care, is also described 
in the new profile of Dutch nurses, Bachelor Nursing 2020. In this document it 
is stated that nurses have to pay attention to all aspects of care, including the 
interpersonal aspects [19]. This is an important statement because nowadays ICU 
nurses spend most of their time on the technical aspects of care for the patient [20]. 
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Only spending their time on the technical aspects seems a missed opportunity as 
ICU nurses should have all kind of skills and competences, which are not appealed 
to this way. Extra attention for the ‘soft but essential basic skills’ related to EOLC 
such as communication is needed to improve the skills and competences of nurses. 
Health care and more specifically the intensive care medicine, nursing care and 
informal care had many paradigm shifts in the last decades. Today, we are in a shift 
towards patient- and family-centred care. With this shift, the role and responsi-
bilities of ICU professionals will also change. Because of the current changes, the 
discussion about the role and responsibilities of involved ICU professionals, such 
as ICU nurses, has just begun and is still continuing. However, it can be concluded 
that it mainly concerns family participation and family support. Family participation 
could be managed by ICU nurses alone, but family support might have the need of 
more professionals than just ICU nurses. 
Interdisciplinary collaboration
Besides the paradigm shift towards PFCC, a transition to interdisciplinary care is 
also seen in the ICU [5]. According to previous studies, ICU nurses should partici-
pate in interdisciplinary team meetings to discuss their perspectives and those of 
the patient and family in the EOLC decision-making [21-23]. Information about the 
clinical and psychological condition of the ICU patient along with the information 
provided and signals shown by the family are mostly gathered by ICU nurses. But 
ICU nurses experience little involvement in the decision-making process [24, 25]. 
Despite all studies recommending and showing the importance of the involvement 
of all professionals in the interdisciplinary team meetings, the decision-making 
process in the ICU still does not always take into account the perspectives of 
all professionals including ICU nurses [24, 25]. This can be the result of several 
aspects. One of these aspects is the medical responsibility of treatment decisions. 
In the Netherlands, physicians are responsible for all medical treatments. Even 
though the physicians know that interdisciplinary decision-making or even shared 
decision-making is important for high quality care, they still might have the feel-
ing that they want to make the decision themselves as to not worry or involve 
anyone else. Another aspect could be the hierarchy of care professionals in the 
past. Nowadays, care has become less hierarchical [5, 26]. McAndrew & Leske [27] 
described how some factors influence nurse-physician collaboration, including 
hierarchical relationships. In addition, Booij [28] stated that younger physicians 
are more inclined to make interactive treatment decisions than older physicians. 
A third aspect could be that ICU nurses are not (yet) proactive enough to get 
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involved in interdisciplinary team meetings. ICU nurses could say that they do 
want to be involved but perhaps do not have the necessary skills. Lastly, a different 
experience of involvement might explain the gap between literature and practice. 
Curtis & Shannon [29] stated that 50% of the physicians reported that the decision-
making was collaborative between physicians and ICU nurses, whereas 27% of 
the ICU nurses reported such collaboration. Additionally, Trankle [30] showed that 
many physicians were unaware of what other professionals could or could not do. 
Therefore, it seems important to study the cause of the absence of interdisciplinary 
collaboration and communication, because in the future shared decision-making 
(including family and patient) will become more and more the standard care, which 
includes interdisciplinary decision-making. 
methodological considerations
Various research methods were used to address the research question, including 
two qualitative studies with semi-structured interviews, a qualitative study with 
focus group interviews, two integrative reviews, and one cluster randomised 
controlled trial. In each study, the methodological considerations were discussed. 
In this paragraph, the general methodological considerations of this thesis are 
discussed. 
The aim of this thesis was to gain insight into the role and responsibilities of ICU 
nurses during EOLC. Different perspectives of family, ICU nurses and chaplains, 
and the perspectives of physicians out of the literature were all taken into account 
to get the best understanding of the roles and responsibilities of ICU nurses. Data 
benefits gained by including various perspectives, is what Evidence-based practice 
(EBP) is about: clinical expertise/ expert opinion, external scientific evidence, and 
client/patient/caregiver perspectives [31]. 
Something to take into consideration relates to the interviews with the families of 
deceased ICU patients and the questionnaire by family members. Data for both 
was gathered four to six weeks after the death of the patient in the ICU, and there-
fore there is no insight in the long-term effects of the experiences of family. 
Another weakness may be that the interviews with ICU nurses and with the families 
of deceased ICU patients consist of respondents of four hospitals in the eastern 
part of the Netherland. This might be problematic for the external validity of the 
studies in this thesis [32, 33]. However, before developing the recommendations of 
the guideline, the results of the interviews were transferred to a questionnaire. This 
questionnaire was sent to all ICU nurses who are members of the Dutch association 
177
General discussion
of ICU nurses to test the results of the interviews using a more diverse and larger 
population of ICU nurses. 
A strength of this thesis is the diverse population of the cluster randomised con-
trolled trial and the chaplains. The chaplains, as well as the participating ICUs in the 
cluster randomised controlled trial, came from all regions in the Netherlands. This 
dispersion of respondents is representative of the study population, and increases 
the external validity even though the study population was small [32]. 
In the quantitative study and all of the qualitative studies a select sample was used. 
A weakness of this sample is that the respondents could have more affinity with 
EOLC in the ICU than non-respondents because one could choose to participate 
in the study. This might indicate that the samples are less representative than as 
hoped (sample bias) [32]. However, the different perspectives of family and profes-
sionals and the comparison with international literature provided mostly similar 
results. 
In all studies non-response is a common problem, and response rates vary  with 
a low response rate indicating a possible limitation of the external validity of the 
results [32]. In addition, a low response rate might limit an accurate analysis of the 
effect of the intervention. In the cluster randomised controlled trial, the response 
rate of the ICU nurses was 32% and 35%. To increase the response rate, a digital 
questionnaire was used and various reminders were sent to ICU nurses [34, 35]. 
Reasons for the relatively low response rate could be the high burden for ICU 
nurses (time consuming), and the length of the questionnaire [36]. There was no 
data available on the considerations and the characteristics of ICU nurses who did 
not participate in this study. The response rate from families was 51%. Families 
could choose between a written or digital questionnaire, which might increase their 
response rate. Due to a possible reminder of their loss by reading the question-
naire, a reminder was not sent to family members. Considering low response rate 
of the ICU nurses’ questionnaire, the data with regard to this questionnaire should 
be interpreted with utmost care. 
implication for practices 
The results presented in this thesis have several implications for practices. The 
following implications for practices could be formulated.
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This thesis is aimed at describing the role and responsibilities of ICU nurses during 
EOLC in the ICU. As a result of the performed studies, a Dutch guideline ‘End-of-
life care in the ICU, nursing care’ was developed [9]. 
ICU nurses could use this guideline and the attached implementation plan in their 
practice. Also, the attached checklist in the guideline would be very helpful for ICU 
nurses to adapt to their ICU, and the attached quality indicators could be used 
to monitor the care. Unfortunately, the guideline does not describe patient- and 
family-centred care or care triad as a model, but attention for the patient and fam-
ily is embedded in the recommendations of the guideline. It is important for nurses 
to realise that when caring for a patient they are taking care of the patient’s family 
as well. Nurses have to deal with the interactions between the patient, family and 
themselves. 
Secondly, this thesis showed that interpersonal care is part of standard care. In-
terpersonal care, like spiritual care, should be discussed more frequently, and ICU 
nurses should adapt this in their daily practice. 
Thirdly, interdisciplinary collaboration seems essential during EOLC in the ICU. It 
is recommended to start a working group for EOLC in the ICU. One member of 
all involved ICU professionals should attend this working group, with the aim of 
developing a plan to improve EOLC in the ICU. Additionally, the study focusing 
on implementation effectiveness showed that support during the implementation 
process, as well as using an implementation plan, positively influenced the adher-
ence. Therefore, it is recommended to use implementation plans, implementation 
leaders, and if possible get the support of an implementation expert during the 
implementation process of innovations. 
Finally, in several studies education in EOLC was described. ICU nurses mentioned 
a lack of knowledge and competence in EOLC, spiritual care and communication 
skills.
future research
The results presented in this thesis have several implications for future research. 
The following recommendations for future research could be formulated.
Further research is necessary to explore what is required to achieve patient- and 
family-centred care and care triad in the ICU. It could be explored whether ICU 
nurses should take care of the patient’s family, and whether other professionals 
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should adopt this care. Besides knowing who has the responsibility, it should be 
considered how this care should be provided, and how communication should be 
with each other to achieve high quality EOLC. This should be based on perspec-
tives of patients, family and professionals. Along with research of care triad, studies 
describing how care should be given are needed. This thesis showed that activities 
are mostly only theoretically described. Translating recommendation into practices 
also requires a description of how care should be normatively performed. 
Likewise, research is needed to explore what is required to obtain interdisciplinary 
collaboration and shared decision-making in the ICU, including patient and family. 
It is shown that interdisciplinary collaboration and decision-making is necessary, 
but it is not yet described how this can be achieved. By gaining insight into how 
this can be achieved, it will be easier to perform interdisciplinary collaboration and 
decision-making in the ICU. 
Furthermore, it could be explored how the guideline is used two years after the 
implementation process began. The adherence in both the intervention and 
control group can be examined. And it could be studied whether the supportive 
programme still shows significant differences between those groups. Moreover, 
other factors relating to implementation effectiveness and adherence could be 
identified. These could include patient related factors, ICU environment/culture 
related factors, and interdisciplinary related factors. It is described that families 
of deceased ICU patients can develop PTSS-F, anxiety or depression [7, 8]. In this 
thesis, families participated within six weeks after death of the patient. Follow-up 
studies of each family could be performed to measure the long-term experiences 
and consequences of EOLC in the ICU for family members. This could be done 
by interviewing the same participants who were interviewed in the present study 
(chapter 4). In addition, the ICU environment/culture seems to influence the per-
formed EOLC in the ICU. Therefore, it could be studied whether this environment/
culture has influence, and whether this environment/culture needs to change. If 
so, it could be examined what is needed to achieve these changes. It additionally 
needs to be studied what kind of culture and environment is necessary to achieve 
this kind of ‘sensitivity’ and to provide interpersonal care. It is also recommended 
to see what competences ICU nurses and other professionals need for this kind of 
‘sensitivity’ and interpersonal care. 
Finally, it could be considered whether the guideline ‘End-of-life care in the ICU, 
nursing care’ can be utilised in countries other than the Netherlands. The guideline 
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could be translated into different languages and could show whether adherence to 
the recommendations is possible in foreign health care systems and ICUs. 
recommendations for education
The results presented in this thesis have several implications for education. The 
following recommendations for education could be formulated.
Education in EOLC was described in several studies. It is recommended to include 
EOLC, spiritual care and communication skills in the Bachelor of Nursing, because 
this education is not only needed in the ICU but also in all other healthcare set-
tings. Besides, EOLC should be a standard aspect of the ICU training. 
It is also recommended to involve different professionals in the training as EOLC is 
provided by different professionals. By involving all professionals, ICU nurses get 
used to the daily practice of EOLC. 
During the training in the Bachelor of Nursing or the ICU training, education could 
focus on general EOLC, the nursing guideline, self-awareness (by self-reflection), 
communication skills, interdisciplinary collaboration, care triad, spiritual care, and 
patient- and family centred care. In addition, education about guidelines in gen-
eral and the implementation process could be included in the standard nursing 
programme. 
General conclusion
Four main conclusions can be drawn. Firstly, ICU nurses have different roles and 
responsibilities during EOLC in the ICU, but a clear description of these roles and 
responsibilities is lacking. This might be the result of the many (paradigm) shifts 
in the ICU. The paradigm shifts have resulted in improvements in the whole ap-
proach to patient care, leading to more holistic care for patients and their families. 
However, the role and responsibilities of ICU nurses need to change according to 
the paradigm shifts. 
Secondly, families of ICU patients need care as described by patient- and family 
centred care and care triad. This care can be divided into family participation and 
family support. Family participation can be initiated by ICU nurses, while family 
support might need interdisciplinary care. 
Thirdly, EOLC should be given by an interdisciplinary team, including for example 
physicians, ICU nurses, chaplains and social workers. The interdisciplinary team 
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could meet daily to discuss all perspectives regarding the ICU patients. Ideally, not 
only the professionals but also the patients (if possible) and families are involved 
in those meetings.
Besides the need for a clear description of the role and responsibilities of ICU 
nurses, awareness of the implementation process of the recommendations about 
the role and responsibilities of ICU nurses is essential as well, because in the end it 
is all about translating research into practice.
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Each year, about 72.000 patients are admitted to Intensive Care Units (ICUs) in 
the Netherlands. About 8% of the ICU patients die during their stay in the ICU. 
Approximately 85% of these deaths occur after withdrawing or withholding life 
sustaining treatment. Due to the increasing complexity of ICU patients, the increas-
ing number of critically ill patients and aging in general, the number of decisions to 
withdraw or withhold life sustaining treatment is likely to increase as well. 
Care before, during and after withholding or withdrawing life sustaining treatment 
is called End-of-life care (EOLC). EOLC is a complex interdisciplinary care, which 
includes care for the patient and their family. EOLC includes care such as symptom 
management, comfort care, patient and family support, spiritual care, physical 
care, and saying goodbye. 
It seems essential that EOLC is provided well, because inadequate EOLC may lead 
to anxiety, depression or post-traumatic stress disorder in families, or to (moral) 
distress or burn-out in professionals. Different professionals provide EOLC in the 
ICU. Each professional has his or her own roles and responsibilities. These profes-
sionals also include ICU nurses. However, despite knowing that different roles and 
responsibilities exist, it is not clear exactly what the roles and responsibilities of ICU 
nurses are during EOLC in the ICU. 
Considering the possible severe consequences of inadequate EOLC for the pa-
tient, the family as well as professionals, it seems essential to get an insight into 
the roles and responsibilities of ICU nurses. This way the quality of EOLC can be 
assured and can be improved upon. 
Therefore, the research question was:
What is the role and what are the responsibilities of ICU nurses during End-of-life 
care in relation to the ICU patient and family?
roles and responsibilities icu nurses
An integrative review was performed to get an insight into the perspectives of ICU 
nurses regarding their roles and responsibilities during EOLC, related to the inter-
action between patient, family and professionals (care triad)(chapter 2). PubMed, 
CINAHL and EMBASE were searched for studies describing EOLC in the adult ICU 
and the role of ICU nurses. Studies were published between 2002 and September 
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2015. Twenty studies were included, and four categories emerged: (1) Care for the 
ICU patient, (2) Care for the family, (3) Environmental aspects of EOLC, and (4) 
Organisational aspects of EOLC. The literature clearly indicated that the role of 
ICU nurses concerns care for the patient, family and environment. It also described 
the activities provided by ICU nurses, such as bathing the patient, symptom man-
agement, and keeping the family informed. However, it remains unclear how care 
should be given (attitude). For example, studies described that ICU nurses should 
care with respect, but how this could be done is lacking. Therefore, it is difficult for 
ICU nurses to provide this care. Furthermore, it seems that the provided care to 
the family mainly consists of giving advice on how to care for the patient. Care for 
family members themselves was only mentioned in a few studies, where it appears 
that the family doesn’t always receive adequate care. As a result of this integrative 
review, it can be concluded that a gap exists between theoretical models and the 
actual care provided by ICU nurses during EOLC. The relational aspect of care, the 
balance between patients, family and professionals, commonly referred to as the 
care triad, is absent.
icu nurses’ experiences of eolc
After gaining insight in the international literature about the roles and respon-
sibilities of ICU nurses during EOLC, the perspectives of Dutch ICU nurses were 
explored, focusing on the differences in the current EOLC according to ICU nurses 
and the way ICU nurses would like to provide EOLC (chapter 3). Twenty Dutch ICU 
nurses at one university and three community hospitals were interviewed between 
June and July 2012. They were interviewed about their experiences and perspec-
tives with EOLC. The results of the interviews were divided into five themes; (1) 
Collaboration with other professionals, (2) Communication between ICU nurses, 
ICU patients, and family, (3) Nursing care for ICU patients, (4) Nursing care for fam-
ily of ICU patients, and (5) Organisational aspects of EOLC. ICU nurses were quite 
satisfied with the current EOLC in the ICU. However, the current care did differ from 
their ideal situation of EOLC. According to ICU nurses, some aspects were lacking 
and need improvement. Aspects which can improve the quality of EOLC are an 
active role of ICU nurses in interdisciplinary decision making, sufficient knowledge 
of EOLC of ICU professionals, a checklist for nursing activities in EOLC, and more 
time for caring for the patient and family. 
family of deceased icu patients’ experiences of eolc
Besides the insights into the perspectives of ICU nurses, it seems essential to get 
insight into the perspectives of patients and family. Therefore, the experiences of 
Dutch families of deceased ICU patients were studied (chapter 4). Twenty-six family 
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members of 20 deceased ICU patients were interviewed between June and July 
2012. The interviews focused on their experiences with nursing EOLC in the ICU, 
which nursing care was most appreciated, and what was lacking. The results of the 
interviews were divided into four groups: (1) Communication between ICU nurses, 
ICU patients and family, (2) Nursing care for ICU patients, (3) Nursing care for family 
of ICU patients, and (4) Conditions. Most family members were satisfied with the 
level of nursing care provided. They especially appreciated the supportive care. 
They appreciated that ICU nurses were available at any time and were willing to 
answer their questions. Family also mentioned nursing care that was lacking, such 
as that it was not clear what the role of family members was in the decision making 
process, the lack of information given by the ICU nurses, and not being invited to 
participate in the care of the patient. 
interdisciplinary communication
Both qualitative studies described the essence of communication during EOLC 
in the ICU. An integrative review was performed to gain insight into the literature 
about improvement of interdisciplinary communication during EOLC in the ICU 
(chapter 5). PubMed, CINAHL, EMBASE and PsycINFO were searched for studies 
describing recommendations about interdisciplinary communication during EOLC 
in an adult ICU, published between 2002 and September 2015. Twenty-nine studies 
were included, and seven themes were identified: (1) Interdisciplinary decision-
making, (2) Content of interdisciplinary team meetings, (3) Frequency and time of 
communication, (4) Involvement of ICU nurses in interdisciplinary team meetings, 
(5) Collaboration between ICU professionals, (6) Communication methods, and (7) 
Education. A total of 12 recommendations for improving interdisciplinary commu-
nication were described. The recommendations mainly focused on the inclusion 
of all involved professionals in interdisciplinary meetings and the decision making 
process. ICU professionals should have proactive input in those meetings and make 
sure that all perspectives of care are discussed. ICU nurses are also responsible 
for presenting the perspectives of the patient and family. Besides, education in 
communication skills, related to EOLC, is recommended. 
spiritual aspects of eolc
Another important aspect of EOLC is spiritual care for the patient and family. An 
explorative study was performed to gain insight in the role and responsibilities 
of ICU nurses regarding those spiritual aspects of EOLC, from a chaplain’s per-
spective (chapter 6). Eleven chaplains from different ICUs in the Netherlands were 
interviewed in two focus group interviews in December 2014. The focus group 
interviews focused on the roles, responsibilities and competences of ICU nurses 
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regarding spiritual care in the ICU. The results were divided into five themes; (1) 
Awareness of ICU nurses, (2) Communication, (3) Nursing interventions, (4) Inter-
disciplinary care, and (5) Education. Chaplains mentioned that even though most 
people do not have a religion nowadays, they do have existential questions during 
illness and admission in the ICU, and that patients and family do need spiritual care. 
Chaplains agreed that ICU nurses should start and maintain a dialogue with patient 
and families to assess their spiritual needs. However, ICU nurses need to be aware 
of their own spiritual background. Without knowing this, it seems impossible to 
perform this type of care according to the chaplains. Besides, chaplains mentioned 
that ICU nurses should give spiritual care at the start of the admission, and could 
involve other disciplines like chaplains and social workers to help perform this care.
implementation effectiveness 
After studying and formulating recommendations about the role and respon-
sibilities of ICU nurses during EOLC in the ICU, it is important that ICU nurses 
work with those recommendations. Therefore, a cluster randomised controlled trial 
examining the effectiveness of supporting ICUs on implementing the guideline 
‘End-of-life care in the ICU, nursing care’ was performed (chapter 7). The inter-
vention group (n=8 Dutch ICUs) followed a supportive programme to educate 
them on implementation of the guideline into their own practice. This program 
consisted of four days training from January to September 2015. The control group 
(n=4/5 ICUs) implemented the guideline independently or could use the standard 
implementation plan attached in the guideline. The effectiveness of the supportive 
programme was measured by questionnaires for ICU nurses (T0, T2), interviews 
with ICU nurses (T0, T1, T2), and a questionnaire for family of deceased ICU patient 
(T2). Overall, an increase in adherence to the guideline was shown in both groups. 
The intervention group used the guideline more often than the control group, and 
showed more improvements after implementation. However, on some aspects the 
control group showed a better score. Care for the patient and the overall nursing 
care during admission and during EOLC scored significantly better in the interven-
tion group according to family members. It can be concluded that a supportive 
programme might have a positive effect on the implementation of the guideline as 
the intervention group showed more improvements. 
discussion and conclusion
Finally, the main results were summarised and discussed (chapter 8). First, the re-
sults are summarised, followed by a discussion of the main findings in the context 
of literature, intensive care, nursing care, and the Dutch setting. Second, the meth-
odological considerations are described. Third, implications of the results for prac-
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tices, future research and education are presented. Finally, a general conclusion is 
described. The main conclusions are: (1) A clear general description of the roles 
and responsibilities of ICU nurses during EOLC in the ICU is lacking, (2) Besides 
care for the patient (activities), care for family and interpersonal care are needed, 
(3) EOLC should be given by an interdisciplinary team, including discussing all per-
spectives with the involved professionals, and (4) Attention for the implementation 
process of the recommendations about the roles and responsibilities of ICU nurses 
during EOLC is essential, because it is all about translating research into practice. 
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Jaarlijks worden er ongeveer 72.000 patiënten op een intensive care (IC) in Ne-
derland opgenomen. Circa 8% van deze patiënten overlijdt tijdens de opname 
op de IC. Bij ongeveer 85% van hen wordt de behandeling gestaakt of wordt er 
geen nieuwe levensreddende behandeling gestart. Vanwege de vergrijzing, de 
complexiteit van IC-patiënten en de toename van ernstig zieke patiënten wordt 
verwacht dat dit aantal nog verder zal stijgen.
De zorg voor, tijdens en na het staken of niet starten van een levensreddende 
behandeling wordt End-of-life care (EOLC) genoemd. EOLC is complexe zorg aan 
zowel de stervende IC-patiënt als zijn of haar naasten. Deze zorg bestaat onder an-
dere uit symptoombestrijding, het bieden van comfort, bieden van ondersteuning, 
levensbeschouwelijke zorg, afscheid nemen en lichamelijke verzorging. 
Het is van belang dat EOLC adequaat verleend wordt, omdat inadequate EOLC 
aan patiënten kan leiden tot verminderde comfort, onder naasten kan leiden tot 
angst, depressie of posttraumatisch stresssyndroom en het onder professionals 
kan leiden tot stress en burn-out. EOLC wordt door verschillende professionals 
verleend, waarbij elke professie zijn of haar eigen rol en verantwoordelijkheden 
heeft. IC-verpleegkundigen zijn een voorbeeld van één van de betrokken profes-
sionals. Zij zorgen voor de IC-patiënt en voor diens naasten. Ondanks dat het be-
kend is dat elke professie zijn eigen rol en verantwoordelijkheden heeft, is het voor 
IC-verpleegkundigen niet duidelijk wat deze voor hen tijdens EOLC op de IC zijn.
Gezien de mogelijke ernstige consequenties van inadequate EOLC voor naasten 
én professionals is het van belang om een duidelijk rol en verantwoordelijkheden te 
hebben, zodat de kwaliteit van EOLC gewaarborgd blijft en verhoogd kan worden. 
Daarom luidde de onderzoeksvraag:
Wat zijn de rol en verantwoordelijkheden van IC-verpleegkundigen tijdens End-of-
life care, in relatie tot de IC-patiënt en naasten?
rol en verantwoordelijkheden ic-verpleegkundigen
Om inzicht te krijgen in de wijze waarop IC-verpleegkundigen hun rol en verant-
woordelijkheden tijdens EOLC zien is een literatuurstudie uitgevoerd over hoe 
IC-verpleegkundigen hun rol zien, gerelateerd aan de interactie tussen patiënt, 
naasten en professionals (zorgtriade)(hoofdstuk 2). In PubMed, CINAHL en EM-
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BASE is gezocht naar studies die een onderzoek beschreven over EOLC op een IC 
voor volwassenen en de rol van IC-verpleegkundigen hierin, gepubliceerd tussen 
januari 2002 en september 2015. In totaal zijn twintig studies geïncludeerd. Uit 
de literatuur konden vier thema’s geformuleerd worden, namelijk (1) Zorg voor 
de IC-patiënt, (2) Zorg voor de naasten van IC-patiënten, (3) Omgevingsfactoren, 
en (4) Organisatorische aspecten van EOLC. De literatuur beschrijft duidelijk 
welke rol IC-verpleegkundigen hebben ten aanzien van de zorg voor de patiënt, 
familie en omgeving. Er wordt beschreven welke activiteiten IC-verpleegkundigen 
kunnen uitvoeren. Bij deze activiteiten ontbreekt echter de beschrijving hoe IC-
verpleegkundigen dit zouden moeten doen (attitude). Doordat deze beschrijving 
ontbreekt, is het moeilijk voor IC-verpleegkundigen om deze zorg te verlenen. 
Daarnaast blijkt uit de literatuur dat de zorg die IC-verpleegkundigen aan naasten 
moeten verlenen vooral bestaat uit het informeren van naasten over hoe naasten 
voor de patiënt kunnen zorgen. Zorg aan naasten zelf wordt maar in enkele studies 
beschreven. Uit de literatuurstudie blijkt ook dat de theoretische modellen over 
zorgtriade niet overeenkomen met de verleende zorg in de huidige praktijk. Het 
relationele aspect van zorg, het evenwicht tussen patiënt, familie en professionals, 
zoals het beschreven wordt bij zorgtriade, ontbreekt in de zorg. 
ervaringen van ic-verpleegkundigen met eolc
Nadat er inzicht was verkregen in de internationale literatuur over de rol en ver-
antwoordelijkheden van IC-verpleegkundigen tijdens EOLC, is in een kwalitatief 
onderzoek geëxploreerd hoe IC-verpleegkundigen in Nederland EOLC verlenen 
en hoe IC-verpleegkundigen het liefst EOLC zouden verlenen (hoofdstuk 3). In de 
periode van juni 2012 tot en met augustus 2012 zijn twintig IC-verpleegkundigen 
van vier IC’s geïnterviewd. Zij werden geïnterviewd over hun ervaringen met EOLC 
en hun perceptie over EOLC. De resultaten van de interviews zijn onderverdeeld 
in vijf thema’s; (1) Samenwerking met andere professionals, (2) Communicatie tus-
sen IC-verpleegkundigen, IC-patiënten en hun naasten, (3) Verpleegkundige zorg 
voor de IC-patiënt, (4) Verpleegkundige zorg voor naasten, en (5) Organisatorische 
aspecten van EOLC. IC-verpleegkundigen zijn over het algemeen tevreden over 
hoe op dit moment EOLC verleend wordt. IC-verpleegkundigen geven echter wel 
aan dat dit verschilt met hoe voor hen de ideale situatie ten aanzien van EOLC eruit 
ziet. Vanuit de perceptie van IC-verpleegkundigen zouden de volgende punten 
verbeterd moeten worden om de kwaliteit van EOLC te verhogen: een actieve rol 
van IC-verpleegkundigen in de interdisciplinaire besluitvorming, voldoende kennis 
over EOLC bij IC-professionals, een checklist voor verpleegkundige zorg tijdens 
EOLC en meer tijd voor de zorg voor patiënt en naasten. 
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ervaringen van naasten van overleden ic-patiënten met eolc
Naast het belang om inzicht te hebben in de perceptie van IC-verpleegkundigen 
ten aanzien van EOLC, is het ook van belang te weten welke ervaringen naasten 
met EOLC in Nederlandse IC’s hebben (hoofdstuk 4). Het doel van dit kwalita-
tieve onderzoek was het verkennen van de ervaringen van naasten van overleden 
IC-patiënten met de verleende verpleegkundige zorg tijdens EOLC op de IC. En 
om aanvullend te beschrijven welke verpleegkundige zorg gewaardeerd werd 
en welke verpleegkundige zorg gemist werd. In de periode van juni 2012 tot en 
met juli 2012 zijn 26 naasten van 20 overleden IC-patiënten geïnterviewd. De 
resultaten zijn onderverdeeld in de volgende onderwerpen; (1) Communicatie 
tussen IC-verpleegkundigen, IC-patiënt en naasten, (2) Verpleegkundige zorg 
voor de patiënt, (3) Verpleegkundige zorg voor naasten, en (4) Randvoorwaarden. 
De meeste naasten gaven aan tevreden te zijn over de verleende zorg aan de 
patiënt en aan henzelf. Ze gaven aan dat ze vooral de ondersteuning gewaardeerd 
hebben. Ze waardeerden dat IC-verpleegkundigen altijd beschikbaar waren en 
bereid waren om vragen te beantwoorden. De zorg die naasten gemist hebben 
was duidelijkheid over welke rol naasten hebben in de besluitvorming, het geven 
van informatie vanuit IC-verpleegkundigen en het betrekken van naasten bij de 
zorg voor de patiënt. 
multidisciplinaire communicatie
In de kwalitatieve studies komt onder andere naar voren dat communicatie een 
belangrijk aspect is van EOLC. Om inzicht te krijgen in de rol van IC-verpleegkun-
digen ten aanzien van communicatie is een literatuurstudie over verbetermoge-
lijkheden ten aanzien van multidisciplinaire communicatie tijdens EOLC op de IC 
uitgevoerd (hoofdstuk 5). In PubMed, CINAHL, EMBASE en PsycINFO is gezocht 
naar studies die onderzoek deden naar multidisciplinaire communicatie tijdens 
EOLC, uitgevoerd op de IC voor volwassenen, en waar aanbevelingen beschreven 
werden. De studies waren gepubliceerd tussen 2002 en september 2015. In totaal 
zijn 29 studies geïncludeerd. Uit de literatuur zijn zeven thema’s geformuleerd, 
namelijk (1) Multidisciplinaire besluitvorming, (2) Inhoud van multidisciplinaire 
vergaderingen, (3) Frequentie en tijd van communicatie, (4) Betrokkenheid van 
IC-verpleegkundigen in multidisciplinaire vergaderingen, (5) Samenwerking tussen 
IC-professionals, (6) Communicatiemethoden, en (7) Scholing. In totaal zijn twaalf 
aanbevelingen voor verbetering van multidisciplinaire communicatie beschreven. 
De aanbevelingen richten zich voornamelijk op het betrekken van alle disciplines 
bij de besluitvorming en in vergaderingen. Daarbij wordt aangegeven dat alle 
professionals proactief inbreng moeten hebben vanuit hun eigen perspectief, 
waarbij de IC-verpleegkundige ook het perspectief van de patiënt en naasten 
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vertegenwoordigt. Scholing in communicatieve vaardigheden, gerelateerd aan 
EOLC, wordt daarnaast aanbevolen. 
levensbeschouwelijke aspecten van eolc
Een ander belangrijk onderdeel van EOLC is de zorg aan patiënten en naasten 
gerelateerd aan de levensbeschouwelijke aspecten van EOLC. In een exploratief 
kwalitatief onderzoek zijn de rol en verantwoordelijkheden van IC-verpleegkun-
digen ten aanzien van levensbeschouwelijke aspecten van EOLC verkend, vanuit 
het perspectief van geestelijk verzorgers (hoofdstuk 6). Elf geestelijk verzorgers 
van verschillende IC’s in Nederland zijn in twee focusgroepinterviews geïnterviewd. 
De focusgroepinterviews vonden in december 2014 plaats en richtten zich op de 
rol, verantwoordelijkheden en competenties van IC-verpleegkundigen ten aanzien 
van levensbeschouwelijke zorg op de IC. De resultaten zijn onderverdeeld in de 
volgende vijf thema’s; (1) Zelfbewustzijn van IC-verpleegkundigen, (2) Communi-
catie, (3) Verpleegkundige interventies, (4) Multidisciplinaire zorg, en (5) Scholing. 
Geestelijk verzorgers beschreven dat mensen vaak wel levensbeschouwelijke 
vragen hebben en daarom levensbeschouwelijke zorg behoeven, ook al hebben 
de meeste mensen tegenwoordig geen religie. Geestelijk verzorgers vinden dat 
IC-verpleegkundigen het gesprek met patiënt en naasten moeten aangaan en 
behouden, zodat ze op die manier de levensbeschouwelijke behoeften kunnen 
bepalen en zorg kunnen verlenen. Echter, om dit goed uit te kunnen voeren 
moeten IC-verpleegkundigen zich bewust zijn van hun eigen (levensbeschou-
welijke) achtergrond. Zonder inzicht in je eigen achtergrond lijkt het onmogelijk 
om levensbeschouwelijke zorg te verlenen aan anderen. Daarnaast bepleiten de 
geestelijk verzorgers dat IC-verpleegkundigen vanaf het begin van een opname 
levensbeschouwelijke zorg moeten verlenen, en niet alleen tijdens EOLC. Hierbij 
kunnen ze andere disciplines betrekken, zoals geestelijk verzorgers en maatschap-
pelijk werkers.
implementatie-effectiviteit
Nadat verscheidene aanbevelingen ten aanzien van de rol en verantwoordelijkhe-
den van IC-verpleegkundigen tijdens EOLC geformuleerd zijn is het van belang 
dat IC-verpleegkundigen met deze aanbevelingen aan de slag gaan. Daarom is er 
een cluster RCT uitgevoerd voor het meten van de effectiviteit van het ondersteu-
nen van IC’s bij de implementatie van de richtlijn ‘End-of-life care bij IC-patiënten, 
de verpleegkundige zorg’ (hoofdstuk 7). De interventiegroep (n=8 IC’s) volgde 
een ondersteunend programma gericht op de implementatie van de richtlijn. 
Het programma bestond uit vier trainingsdagen in de periode van januari tot en 
met september 2015. De controlegroep (n=4/5 IC’s) implementeerde de richtlijn 
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zelfstandig of met behulp van het implementatieplan dat als bijlage in de richtlijn 
zit. De effectiviteit van het ondersteunende programma is gemeten door een 
vragenlijst voor IC-verpleegkundigen (T0, T2), interviews met IC-verpleegkundigen 
(T0, T1, T2), en een vragenlijst voor naasten van overleden IC-patiënten (T2). In 
beide groepen was een verbetering in het opvolgen van de richtlijn te zien. Echter, 
de interventiegroep gebruikte de richtlijn vaker dan de controlegroep en liet meer 
verbetering op de verschillende aspecten zien. De controlegroep had daarente-
gen andere aspecten waar zij beter op scoorden dan de interventiegroep. De zorg 
aan de IC-patiënt en de verpleegkundige zorg tijdens de opname op de IC en 
tijdens EOLC werden significant beter ervaren door familie van patiënten in de 
interventiegroep. Mogelijk is het ondersteuningsprogramma van positieve invloed 
op de opvolging van de richtlijn, omdat de interventiegroep meer verbeteringen 
laat zien. Bovendien was de familie van de interventiegroep meer tevreden over 
de verpleegkundige zorg.
discussie en conclusie
Ten slotte zijn de gevonden resultaten samengevat en bediscussieerd (hoofdstuk 
8). Eerst worden de resultaten van de verschillende studies kort samengevat, 
waarna ze bediscussieerd worden in de context van literatuur, intensive care, 
verpleegkundige zorg en de Nederlandse omstandigheden. Vervolgens zijn de 
methodologische overwegingen beschreven en zijn implicaties voor de praktijk, 
toekomstig onderzoek en onderwijs geformuleerd. Tot slot zijn de belangrijkste 
conclusies beschreven. De eerste conclusie van dit proefschrift is dat een dui-
delijke en eenduidige beschrijving van de rol en verantwoordelijkheden van IC-
verpleegkundigen tijdens EOLC ontbreekt. De tweede conclusie is dat naast de 
zorg aan de IC-patiënt er ook aandacht moet zijn voor de zorg aan naasten en de 
intermenselijke zorg. De derde conclusie is dat EOLC door een multidisciplinair 
team verleend zou moeten worden, waarbij er aandacht bestaat voor de verschil-
lende perspectieven van de betrokken professionals. De laatste conclusie is dat er 
aandacht moet zijn voor het implementatieproces van de aanbevelingen over de 
rol en verantwoordelijkheden van IC-verpleegkundigen tijdens EOLC, omdat het 
uiteindelijk gaat om de vertaling van onderzoek naar praktijk.      
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